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Abstract
This qualitative study focuses on the awareness and perceptions of autism among Indian
mothers residing in the United States. Through a semi-structure interview, the author
examined the responses of Indian mothers regarding what life would be like for an Indian
mother who has a child with autism. The results indicated that there continues to be a
lack of awareness regarding autism because of the high levels of stigma associated with
any form of mental illness. Mothers felt that the lives of an Indian mother and her child
who has autism would be difficult because of complex cultural expectations and
traditions. In addition, the lack of awareness and acceptance ultimately results in the child
not gaining the appropriate access to crucial early interventions and to social interactions
that are needed in order to achieve his or her maximum potential in life.
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Through Our Eyes:
A Qualitative Study of Indian Mothers and Their Perspective of Autism
Chapter 1
Introduction
Autism is a disorder that affects individuals throughout the entire world. How it
is acknowledged, responded to and clinically addressed may vary from culture to culture.
Provided herein is a review of the literature that is intended to explore the disorder of
autism as an entity within itself as a prelude to examining familial responses within
cultural contexts. The author‟s purpose is to attempt to expand upon the existing
psychoeducation about autism available to the Indian-American community living within
the United States by means of a qualitative research study predicated on this literature
review. Being of Indian descent, and having observed differences in the parental
responses of some Indian-American members of her community to these special needs
children as compared with their Western born counterparts, the author specifically,
intends to examine the psychological and clinical responses of mothers within the Indian
society and culture to the birth and identification of having a child with autism within
one‟s own family and/or community.

Statement of the Problem

Autism is a disorder that has been identified and diagnosed worldwide. It is
hypothesized that an astounding number of individuals in India have the disorder but
remain undiagnosed. This causes one to wonder if this discrepancy is due to lack of
awareness regarding the disorder, stigma that the Indian culture associates with autism
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and other mental illnesses or a combination of both factors. Although this study is very
small in scope, it is still hoped that it will shed some light into the understanding and
acceptance of autism among the general Indian population, particularly Indian mothers
residing in the United States.

Asian Indians are the fastest growing minority in the United States (Gupta, 2010;
U.S. Census Bureau, 2000). According to the 2006 American Community Survey, there
were about 2.5 million Asian Indians in the United States. On average they have more
advanced educational backgrounds and they have higher incomes than the general
population of the USA; there are 36.5% with graduate or professional degrees as
compared with 9.9% of the US population and have annual median incomes of 101,108
dollars as compared with the median income of 66,733 dollars in the US (Gupta, 2010).

Despite their growing numbers, the cultural beliefs and practices of Asian Indians
are not known widely in the medical community because U.S. census data and the Office
of Minority Health have combined people of the Far East, southeast Asia and Indian
subcontinent together as Asian Americans (Gupta, 2010; Surgeon General's Report,
1999), despite significant ethnic, cultural and linguistic differences among them.

Culture can be simply defined as the belief systems and values that influence
customs, norms, practices, and social institutions and organizations (American
Psychological Association, 2003; Fiske, Kitayama, Markus, & Nisbett, 1998). According
to Matsumoto, culture is defined as a “rubric of pattern” (2001). From an outsider‟s
perspective, culture is seen as influencing the way people think, feel and behave;
however an insider‟s perspective views culture as innate and essential. Culture affects
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the way people think, feel, behave and interact with society. Culture provides a
framework for perceiving what is meaningful, relevant and salient (Matsumoto, 2001).
In addition, culture can be considered fluid and dynamic, having both culturally universal
phenomena and culturally specific or relative constructs (American Psychological
Association, 2003).

The beliefs and attitudes of Asian Indians about healthcare are very much shaped
by history and culture. This is a very different perspective from the mainstream JudeoChristian culture of the United States (Gupta, 2010). The Hindu view of causation of
adversity, specifically the notion of karma, is exceedingly different from the prevalent
Judeo-Christian view in the United States (Gupta, 2010).
Despite rapid cultural transformations with the emergence of globalization, in
India disability is still often viewed in terms of a “tragedy” with a “better dead than
disabled” approach (Gupta, 2010). Cultural beliefs about disability play a vital role in
familial perceptions of the disability and in any subsequent preventative or curative
measures taken for treatment and rehabilitation (Daley & Sigman, 2002; Gupta, 2010).

Purpose of the Study

The purpose of this qualitative study is to investigate the perceptions, awareness
and knowledge that Indian mothers, those with children who have autism as well as those
who have typically developing children, have about autism. Although there are several
existing studies that have examined the stigmatization of Indian families and individuals
living with mental illness, there is a limited amount of information about the acceptance
of and attitude towards people with mental illness among the general population. Even
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more scarce is the information available regarding the stigma associated with autism in
the Indian culture. Therefore it is deemed worthwhile to investigate the awareness and
acceptance of autism among the general Indian population, particularly among Indian
mothers residing in the United States.

Literature indicates that the Indian mother plays a great role in child-rearing
practices and often feel embarrassment if her child does not behave as expected. Indian
mothers who have children with autism experience even more stress, responsibility and
isolation. This study examines the perceptions and awareness that Indian mothers,
residing in the U.S., have about autism.

Defining Autism: The Concept of Autism and a Brief History

What is autism? In order to accomplish this task, it is first necessary to
operationally define what is meant when one refers to „Autism‟ and all that is inferred
and implied. Autism is considered to be a disorder of neural development characterized
by impaired and deviant social interaction and communication, in addition to
stereotypical behavior and restrictive interests. Typically, symptoms manifest prior to
age three (American Psychiatric Association, 2000; Diagnostic and Statistical Manual of
Mental Disorders, 4th Edition Revised; Nissenbaum, Tollefson, & Reese, 2002; Volkmar,
Paul, Klin & Cohen, 2005). Autism affects processing in the brain by altering how nerve
cells and synapses connect and organize information (Nissenbaum et al., 2002).

The phenomenon of autism has most likely existed since the beginning of human
society. When looking back into history one can presume that numerous historical
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figures could possibly have met autism diagnostic criteria; however, such a diagnosis was
not commonplace at the time (Gernsbacher, Dawson, & Goldsmith, 2005). It was only
in the 1940‟s that Leo Kanner, psychiatrist and physician, categorized autism as a
collection of differences in social interaction, communication, and focused interests
(Gernsbacher et al, 2005).

Today, it is highly probable that autism has the best empirically based, crossnational diagnostic criteria (Volkmar, et al., 2005). Data from various research groups
around the world have confirmed the usefulness of current diagnostic approaches. Even
more significant is the accessibility of a shared scientific model and language for
differential diagnosis. Such a shared scientific model and language for differential
diagnosis would be an invaluable tool for clear communication among clinicians,
researchers, and advocates (Buitelaar, Van der Gaag, Klin & Volkmar, 1999). Future
expectations include the discovery of biological correlates, causes and pathogenic
pathways that will ultimately alter the way in which autism is diagnosed (Rutter, 2000).

As our knowledge and awareness of autism has advanced, it must also be noted
that there has also been considerable progress in understanding the broader range of
difficulties included within the autism spectrum (Volkmar et al., 2005). Autism is one of
five pervasive developmental disorders. The pervasive developmental disorders include:
Autism, Pervasive Developmental Disorder Not Otherwise Specified (PDD-NOS),
Asperger‟s Syndrome (AS), and Rett‟s Disorder and Childhood Disintegrative Disorder
(CDD) (Diagnostic and Statistical Manual of Mental Disorders, 4th Edition Revised,
American Psychiatric Association, 2000).
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Autism, Asperger‟s Syndrome and Pervasive Developmental Disorder together
encompass a continuum referred to as “autism spectrum disorders” (ASDs). The ASD‟s,
more generally, are characterized by marked and enduring impairments within the
domains of social interaction, communication, play and imagination, and a restricted
range of behaviors or interests (Cashin, 2005; Rutter, 2006; Volkmar et al., 2005). It is
the lack of appropriate social interaction that distinguishes autism and the other related
autism spectrum disorders from other developmental disorders. Atypical social
development becomes apparent in early childhood. Even though there may be noticeable
social deficits in an infant younger than 12 months, a reliable identification is difficult
prior to 18 months (Rutter, 2006). The key manifestations include (a) a lack of gestures
to express social interest/engagement or lack of pointing to an object of interest within
the environment, (b) an impairment in looking at faces as part of an integrated
communicative act, (c) limited communicative babbling, (d) limited understanding of
spoken language, and (c) a failure to respond to being called by one‟s own name (Rutter,
2006).
Diagnostic criteria for autism. The International Classification of Diseases –
Tenth Edition (ICD-10) and the Diagnostic and Statistical Manual of Mental Disorders –
Fourth Edition (DSM-IV) have defined similar diagnostic criteria for autism. At least six
criteria must be demonstrated for the diagnosis of autism to be made, including at least
two criteria relating to social irregularities, one relating to impaired communication, and
one relating to range of interests and activities. In addition, the onset of the condition
must have been prior to three years of age and evidenced by delay or abnormal
functioning in social interaction, language for the purpose of social interaction, and
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symbolic imaginative play (Volkmar et al., 2005). The DSM-IV has also accepted the
diagnostic stipulation that the symptoms cannot be better accounted for by the diagnosis
of Rett‟s disorder or Childhood Disintegrative Disorder (Volkmar et al., 2005).

Communication. The impairment in the area of communication exists across a
broad range, and can affect both verbal and nonverbal communication (Cashin & Barker,
2009). The continuum includes people with hyperlexia to those with a complete absence
of verbal language (O‟Connor & Hermelin, 1994). In addition, many people with autism
have a monotone quality to speech (Volkmar et al., 2005).

Differences in communication may be present from the first year of life, and may
include delayed onset of babbling, unusual or lack of gestures, diminished
responsiveness, and vocal patterns that are not synchronized with the caregiver (Cashin &
Barker, 2009). When compared with nondisabled children between ages two and three,
children with autism have less frequent and diverse babbling, less frequent use of
consonants, words and word combinations, and their gestures are less often integrated
with words (Volkmar et al., 2005). Echolalia, or the repetition of other‟s or one‟s own
speech, is also a feature noted in children with autism (Volkmar et al., 2005). Up to 75%
of individuals with ASD who have verbal ability, exhibit echolalia at some point (Prizant,
1983).

Overall, individuals with autism may experience difficulty with both receptive
and expressive language skills. Interestingly, nonverbal communication may also be
impaired. Nonverbal communication and the development of facial expression is not an
innate ability. People with autism often have a restricted range of expression (Cashin,
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2005). These individuals may struggle with communicating nonverbally, such as through
hand gestures, eye contact, and facial expressions.

However, language abilities can vary depending on intellectual and social
development. Although some may not be able to speak at all, other may have a rich
vocabulary and be able to talk about specific subjects in great detail (Sicile-Kira &
Grandin, 2004). Nevertheless, the majority experience difficulty using language
effectively when talking with others. Many tend to struggle with complex language tasks
such as metaphors, figurative language, and inferences.

Repetitive behaviors. In the DSM-IV, the third characteristic of autism is
described as “restricted, repetitive and stereotyped patterns of behavior, interests and
activities” (American Psychiatric Association, 1994). Individuals with autism exhibit
various forms of repetitive or restricted behavior. These restricted repetitive behaviors
have the potential to cause significant impairment to the individual with autism (Gordon,
2000). Such behavior can severely impact daily functioning because an individual with
autism can become consumed by these repetitive behaviors for hours on end. Affected
individuals may become anxious, agitated or upset if the behavior is interrupted (Gordon,
2000).
The Repetitive Behavior Scale – Revised (RBS-R) is a scale that is used to assess
the variety of restricted, repetitive behaviors observed in an individual with Autism or
Autism Spectrum Disorder (Bodfish, Symons, & Lewis, 1999). The Repetitive Behavior
Scale – Revised consists of six subscales that have been conceptually grouped. The
subscales included: (a) Stereotyped Behavior (repetitive movements with no obvious
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purpose); (b) Self-injurious Behavior (actions that cause or have the potential to cause
injury to the body); (c) Compulsive Behavior (behavior that is performed according to a
rigid rule or pattern); (d) Ritualistic Behavior (conducting daily activities of living in a
similar manner); (e) Sameness Behavior (resistance to change); and (f) Restricted
Behavior (limited range of focus and interest) (Bodfish and Lewis, 2002). It must be
noted that no one single, repetitive behavior seems to be specific to autism. However,
autism does appear to have an elevated pattern of occurrence and severity of these
behaviors (Lam & Aman, 2007).

Sensory issues. Individuals with autism or ASD also have reported experiencing
unusual responses to sensory input, such as hypersensitivity to auditory, visual, and
tactile stimuli (Grandin, 1996). Clinical research has corroborated these accounts and has
indicated that there is indeed a higher prevalence of sensory abnormalities among
individuals with autism, when compared with their typically developing counterparts
(Kern et al., 2006).

Motor difficulties. Motor apraxia is another symptom noted in almost 30% of
normal, cognitively functioning children with autism; it is present in 75% of extremely
low cognitively functioning children with autism (Mari, Castiello, Marks, Marraffa, &
Prior, 2003). Motor apraxia is defined as difficulty with coordination and balance in
gross and fine motor movements. An estimated that 60% to 80% of individuals with
ASD have motor difficulties that include poor muscle tone, poor motor planning and toe
walking and overall deficits in motor coordination (Fournier, Hass, Naik, Lodha,
Cauraugh, 2010).
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Other symptoms. Autistic individuals may have other symptoms, independent of
the diagnosis, that also affect the family. An estimated 0.5% to 10% of individuals with
autism or ASD show unusual abilities, ranging from “splinter skills” such as the
memorization of trivia to the extraordinarily rare talents of prodigious autistic savants
(Hermelin, 2001). Savant talents are usually in the domains of number or date
calculation, the visual arts and music. These talents represent a wide range of cognitive
processes, and thus should be considered as more than an idiosyncratic compilation of
skills. However, such specific talents unfortunately are not beneficial in helping
individuals to master intellectual and social demands in other areas of life (Hermelin,
2001).

Another symptom common in individuals with autism or ASD is gastrointestinal
symptoms. Unusual eating behavior occurs in about three-quarters of children with ASD
(Rastam, 2008). Selectivity and texture aversions can be considered the most common
problem, although eating rituals and food refusal also can occur. Rastam (2008) notes,
however, that there is no evidence of these symptoms resulting in malnutrition.

Etiology of Autism
Autism can be divided into idiopathic (without an identifiable risk factor) and
secondary (with an identifiable risk factor). About 80-95% of cases are idiopathic and
15-20% are secondary (Gupta, 2004). There is no known single cause for autism. It is
generally believed to be a heterogeneous disorder caused by many factors that work
independently or simultaneously to create a neurological dysfunction which manifests as
the disorder known as autism (Gupta, 2004). The foremost factor is genetic
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susceptibility. Based on twin and family studies, autism is among the most highly
heritable common neuropsychiatric disorders (Geschwind & Levitt, 2007). Studies of
twins suggest that the genetic predisposition for autism is 0.7 and can be as high as 0.9
for autism spectrum disorders. In addition, siblings of those with autism are about 25
times more likely to have autism or have autistic like tendencies than the general
population (Geschwind & Levitt, 2007).

Exposure to teratogens very early in the first trimester, typically during the first
eight weeks of gestation, has shown to increase the risk of autism (Arndt, Stodgell, &
Rodier, 2005; Zimmerman, 2008). This is strongly suggestive evidence that autism
occurs very early in development, although it does not preclude the possibility of the
disorder being initiated or evidenced later in development (Zimmerman, 2008). Five
teratogens related to autism have thus far been identified in epidemiological studies:
maternal rubella infection, ethanol, thalidomide, valproic acid, and misoprostol (Arndt,
Stodgell, & Rodier, 2005).

Further evidence for external or environmental etiology of autism appears to be
primarily subjective and has not been confirmed by reliable studies (Rutter, 2005). The
environmental factors cited as allegedly causing or exacerbating autism include certain
foods, infectious disease, heavy metals, solvents, diesel exhaust, PCBs‟, phthalates and
phenols used in plastic products, pesticides, alcohol, smoking, illicit drugs, vaccines and
prenatal stress (Newschaffer et al, 2007).
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Pathophysiology

Despite nearly half a century of research regarding the pathophysiology of autism,
the cause of the disorder is still not known or well understood (McDougle, Erickson,
Stigler & Posey, 2005). Neuroimaging studies have shown abnormalities in the
amygdala, cerebellum, basal ganglia, anterior cingulate, dorsolateral and orbitofrontal
cortex, and thalamus. However, there is no single, isolated region in the brain that is
identified as the primary structural or functional “lesion” site linked with autism
(McDougle et al., 2005). A recent meta-analysis revealed steady evidence of the
increased size of the cerebral hemispheres, the cerebellum, and the caudate nucleus, in
addition to an increase in total brain volume that are associated with autism (Stanfield,
McIntosh, Spencer, Philip, Gaur, & Lawrie, 2008). In contrast, the size of the corpus
callosum appears to be reduced in autism (Stanfield et al., 2008). Reseachers have also
been able to determine that repetitive behavior appears to be correlated with the volume
of the caudate in individuals with autism (Hollander, Wang, Braun, & Marsh, 2009).
With respect to the anterior cingulate, the use of Positron Emission Tomography (PET),
Magnetic Resonance Imaging (MRI) and Single Photon Emission Computed
Tomography (SPECT) have shown that reduced volume has been observed in the anterior
cingulate in individuals with autism and Asperger‟s syndrome (Haznedar et al., 2000).
Also, various activation differences have been detected in the orbitofrontal cortex during
“theory of mind” tasks, as well as in dorsolateral prefrontal cortex during spatial working
memory and executive functioning tasks (Hollander et al., 2009).
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A study conducted by Chugani et al. (1997) compared the brain functioning of
seven boys with autism, relative to unaffected siblings using PET. It was revealed that
the seven affected children had abnormalities in the frontal cortex, thalamus, and dentate
nucleus (Chungani et al., 1997). In addition, abnormality in thalamic activity has been
observed during language and emotion processing tasks when compared with controls
(Hollander et al., 2009).

Unlike other neurological disorders, autism does not have a distinct unifying
mechanism at the molecular, cellular, or systems level (McDougle et al., 2005). It is also
not known whether autism or not is the result of numerous disorders caused by genetic
mutations coming together to forge one common molecular pathway or diverse pathways
(McDougle et al., 2005).

Diagnosis
Concern can arise regarding a child‟s behavior within the first year of life;
however, parental concern typically occurs at a mean age of 18 months (Volkmar et al.,
2005). By 24 months of age, approximately 80% of parents notice abnormalities in their
child. These abnormalities usually involve delays in speech and language development.
Parents also tend to note that the social play of children with ASDs is abnormal around
the 24th month of development (Landa, 2008). There is an average lapse of 13 months
between the average age at first evaluation and the initial diagnosis of autism or ASD
(Landa, 2008). The severity of the impairment is correlated to the age at the first
evaluation. Typically, the more severe impairments tend to be diagnosed at a younger
age (Landa, 2008).
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Cross-cultural identification of autism. Even though autism has clearly defined
diagnostic criteria, actual diagnosis may vary greatly across cultures (Cohen & Volkmar,
1997). Generally, it is accepted that the definition and recognition of symptoms, as well
as ultimate treatment, are highly influenced by cultural factors (Berry, Poortinga, Segall
& Dasen, 2002). The definition and recognition of symptoms for autism may be more
difficult because the diagnostic criteria have changed, even in Western countries. Reports
of autism and autism spectrum disorders have emerged from various developing and non
industrialized countries; however, diagnostic criteria have not been as clearly revealed or
are as readily available to the general public as they are to those of Western countries
(Daley & Sigman, 2002). Thus, without sufficient data regarding how an autism
diagnosis is made in various developing countries, many limitations exist regarding an
understanding of the long term effects that such a diagnosis has within a given culture.

In the United States, diagnosis is typically based on behavior, and several
diagnostic instruments are available for research purposes. The Autism Diagnostic
Interview – Revised (ADI-R) is a semi-structured parent interview. A second commonly
used evaluation is the Autism Diagnostic Observation Schedule (ADOS), which combines
the examiner‟s observations of the child and the interactions with the child (Volkmar,
Chawarska & Klin, 2005). The Childhood Autism Rating Scale is extensively used in
clinical settings as a way to assess the severity of autism, based on observations
(Volkmar, Chawarksa, & Klin, 2005).

Typically, a pediatrician performs the preliminary investigation by the means of a
developmental history intake and physical examination. If warranted, diagnosis and
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evaluations can be conducted with the assistance of an ASD specialist. The specialists
utilize observations and standardized tools to assess cognition, communication, family,
and other factors (Volkmar et al., 2005). A pediatric neuropsychologist is often asked to
assess behavior and cognitive skills, both to aid diagnosis and to help recommend
appropriate educational interventions (Volkmar, Chawarska & Klin, 2005).

Prognosis
Autism is a chronic, life-long condition that has no known cure. However, it is
widely accepted that the earlier the implementation of interventions, the better the
outcome for the quality of life (Rutter, 2006). Guidelines for interventions recommend a
combination of direct intervention and stimulation within natural routines, on an intensive
basis (Landa, 2008). Behavioral-based interventions have demonstrated efficacy for
ASD‟s in preschool aged children (Landa, 2008). In general, preschool aged children
with ASD‟s have positive responses to intensive interventions ( 20 h per week) that
focus on a wide range of skills. Interventions involving applied behavior analysis (ABA)
that are based on operant conditioning have resulted in overall gains in cognitive
functioning, adaptive functioning, language and social skills (Sallows & Graupner, 2005).
Similar progress and improvements have also been noted in developmentally based
interventions, in which objects and activities of the child's interest form the basis of many
teaching interactions within a natural context (Rogers, 1998). Interventions that seem
most effective typically emphasize (a) the selection of activities by the child in order to
increase child initiation of play with toys and interaction with people (b) flexible teaching
of multiple skills within the context of a single activity, and (c) the use of natural and
meaningful rewards (Landa, 2008).
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There are many factors that determine the success of any intervention that may be
implemented. Factors such as pretreatment IQ, social interest, language functioning, rate
of initial learning and age at entry into intervention all may play a pivotal role in the
amount of progress and improvement made (Landa, 2008; Rutter, 2006; Volkmar et al.,
2005). The research regarding long-term prognosis needs to be expanded. However,
factors such as acquiring language before age six, having an IQ above 50, and having at
least one viable skill have shown to be predictive of better overall outcomes (Weiss,
1999).

A 2004 British study of 68 adults who were diagnosed with autism prior to 1980
and who had an IQ above 50 found that 12% attained a high level of independence as
adults; 10% had some friends and were generally employed but required some support;
19% had some independence but were generally living with caretakers and required
considerable support and supervision in daily living activities; 46% needed a high level
of support, had very limited autonomy and resided in facilities specializing in ASD, and
12% needed high-level hospital care (Howlin, Goode, Hutten & Rutter, 2004). A 2005
Swedish study of 78 adults that did not have exclusionary criteria for IQ found poorer
prognoses. For example, 5% of the sample had deceased and only 4% achieved
independence, although these individuals remained limited because they were socially
isolated (Billstedt, Gillberg, & Gillberg, 2005).

Epidemiology

According to the Center for Disease Control and Prevention, an average of 1 in
110 children has an autism spectrum disorder (www.cdc.gov). The number of people in
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Western countries diagnosed with autism has increased dramatically since the 1980‟s.
This increase can be attributed partly to changes in diagnostic practices, to an increased
awareness among the general population, and to a new recognition of the broader autism
spectrum (Bryson & Smith, 1998; Dosreis, Weiner, Fombonne, Johnson & Newschaffer,
2006). However the debate about whether or not prevalence has truly increased
continues (Newschaffer et al, 2007).

Boys are at higher risk than are girls for ASD. The disorder is four times more
common in males than in females (Fombonne, 2003). Most professionals concur that
race, ethnicity, and socioeconomic background do not affect the occurrence of autism.
Research regarding the prevalence of autism in various racial and ethnic groups has not
indicated that any racial or ethnic group is more or less susceptible to the disorder
(Folstein, 1999).

Cross Cultural Perspective of Autism

The cross-cultural framework of psychopathology classification by Berry,
Poortinga, Segall, and Dasen (2002) is a model that suggests that psychiatric conditions
can be identified as culturally relative, universal or absolute. Currently it may be
considered extreme to think of autism as a culture-bound or culturally relative disorder.
However, earlier theories of autism included beliefs that the disorder affected the upper
class, was caused by distant, “refrigerator” mothers, thus suggesting economic relativity
(Daley, 2002).
At the other extreme, it can be questioned whether or not autism is a disorder that
is absolute. Berry and colleagues (2002) suggest that any disorder that is invariable
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across cultures will most likely have an organic etiology. Although the exact etiology of
autism remains elusive, an overwhelming emphasis of current research focuses on the
biological basis of the condition. There is also strong evidence of genetic vulnerability
for the disorder. Experts on autism have asserted, “There is no other developmental or
psychiatric disorder of children (or, perhaps, of persons of any age) for which such wellgrounded and internationally accepted diagnostic criteria exist” (Cohen & Volkmar,
1997, p. 947). Such well defined criteria are possible because of the consistency of
symptoms, thus supporting an underlying biology of the condition.
The middle position in the classification would see autism as universal, similar to
schizophrenia. This universal stance would suggest that the disorder occurs, in some
form, in all cultures. In diverse countries around the world, such as Namibia, Uruguay,
Malaysia, and Serbia, there has been a collection of behaviors that have been identified to
fit the disorder; however, the exact degree of fit has yet to be examined (Daley, 2002).
There is a great lack of data in terms of autism within specific cultural contexts. When
more valid and reliable research becomes available, a greater understanding can be
achieved in the universal classification.
Through the dissemination and widespread acceptance of the Diagnostic and
Statistical Manual (DSM-IV) and International Classification of Disease (ICD-10), one
would assume that an individual can be assured that a child diagnosed with ASD will
exhibit a recognizable pattern of symptoms, whether or not the child is from the United
States, from India, from Sweden, or from Nigeria (Wallis & Pinto-Martin, 2008). For
example, the American Association of Pediatrics lists the lack of back and forth babbling
as an “early subtle sign” used in routine developmental screening. However in India, it is
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a common belief that male children speak later; thus, a male child in India that does not
babble will not cause concern or require any further evaluation (Daley & Sigman, 2002).
Similarly, in Western countries an absence of eye contact is identified as an early
indicator for very young children as a high risk factor for ASD. However, direct eye
contact among young children in China and Japan is very uncommon. Moreover, in
certain East Asian cultures, making direct eye contact with another individual is
considered shameful (Wallis & Pinto-Martin, 2008).

One can appreciate that screening for ASD is much more elusive, given the
heterogeneity of culturally defined behavioral expectations. It is difficult to achieve a
specific set of behaviors across all cultures and ethnicities, yet continue to maintain
acceptable standards for sensitivity and specificity in a screening tool (Wallis & PintoMartin, 2008). It cannot be denied that the cultural, ethnic and social economic
background of the child may play an important factor in the recognition of behaviors that
are indicative of autism (Wallis & Pinto-Martin, 2008).

Concept of Culture

What is culture? Before an examination of the Asian Indian culture can be
effectively explored, a brief definition and understanding of culture in general must be
established. Social scientists and anthropologists have defined culture as the values,
norms, knowledge, behavior patterns and artifacts that are transmitted from generation to
generation in a specific society in order to form a way of life (Appleby, Colon &
Hamilton, 2001). Two basic features of culture are norms and values. Norms can be
considered the shared expectations and rules – both spoken and understood – that direct
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behavior in situations. An individual‟s actions are primarily influenced by such norms.
Norms guide individuals in determining how to greet each other, conduct conversations,
dress appropriately, respond to life occurrences, etc. (Appleby, Colon & Hamilton, 2001).
People from different cultures or those who are trying to adapt to a Western culture often
struggle with norms or social “rules”. For example, it is an Asian Indian norm to address
elders with a formal title (Mr., Dr., Mrs., etc). Therefore, in the process of adapting to a
different culture where it is acceptable to address an acquaintance by his/her first name,
many Asian Indians are often confused and conflicted.

Although norms guide behavior, values are much more abstract in concept.
Values can be considered general notions regarding the characteristics that a society
deems good, right and desirable (Appleby, Colon & Hamilton, 2001). Despite the vast
diversity among Asian cultures in general, several scholars have proposed a number of
cultural values that are likely salient for many Asian Americans; these include
collectivism, conformity to norms, deference to authority figures, emotional restraint,
filial piety, and familial recognition through achievement, humility, and a hierarchical
family structure (Kim, Atkinson, & Yang, 1999).
Concept of Asian Indian Culture
Brief history of India. It was stated by Winston Churchill in March 1931 in a
speech at Royal Albert Hall that “India is a geographical term. It is no more a united
nation than the equator.” This erroneous assumption was based on the belief that the
nation of India was established only after the British colonization of the land. Prior to the
colonization it was a British assumption that the land was merely an amalgamation of
competing diversities - linguistic, ethnic, religious and political (Varma, 2009).
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However, the fact is that the concept of India far preceded the British reign in the
seventeenth century. The concept of India is based on a civilization dating back to the
dawn of time (Varma, 2009).
India is one of the oldest civilizations of the world; it has not only survived the
fluctuations and uncertainty of time, but has also managed to maintain and enhance a
continuous and rich culture (Mohamed, 2007; Varma, 2009). The history of India is a
legacy of unity – a synthesis of adaptation and development and a fusion of old traditions
and new values (Mohamed, 2007; Varma, 2009).
India is a country of unique geography that possesses natural barriers and
substantial variations of terrain and climate within. It has been stated that it is India‟s
geographical factors that have, to some extent, influenced unity amongst diversity
(Mohamed, 2007). In the book, The Foundations of the Composite Culture in India, by
Malik Mohamed, the Indian culture has been described as a “…great cauldron where
different ingredients have been added from time to time that produces a lustrous
compound, above all, the cauldron has never cooled and is always ready to accept new
ideas without losing its pristine identity” (2007, p. 14). This statement is in reference to
the various invasions (Aryan, Arab and ultimately European) that have occurred in the
Indian subcontinent. The influx of foreign inhabitants has contributed and enhanced the
Indian culture.
In the 20th century, there was a nationwide movement for independence. The
movement was launched by various political organizations, including the Indian National
Congress (Varma, 2009). Mohandas Karamchand Gandhi, also known as Mahatma
(“Great Soul”) Gandhi was a significant figure in the struggle for independence.
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Mahatma Gandhi‟s nonviolent philosophies have inspired many leaders across the globe,
including Cesar Chavez, Martin Luther King Jr. and President Barack Obama (Soyler,
2010). India attained independence from British rule on August 15, 1947. On January
26, 1950, India became a republic and a new constitution was implemented (Luce, 2007;
Mohamed, 2007; Varma, 2009).
Life after independence was not smooth by any means. In the early years of
independence, the new republic had to face challenges in the form of horrific religious
violence between Hindus and Muslims, strong regional loyalties that challenged the
influence of a federal government and the bitter reluctance of the past feudal kingdoms to
cooperate with the idea of a democratic republic which would inevitably result in the
curtailment of their absolute powers (Mohamed, 2007; Varma, 2009).
Today, however, more than 60 years after independence, India is rising as a
powerful force. India is finally emerging as an important economic and political force on
the world stage, all the while remaining intensely religious, spiritual and, in many ways,
superstitious (Luce, 2007).

Religions in India. In India, religion is a way of life. It is an essential part of the
entire Indian culture and tradition. For the majority of Indians, religion saturates every
aspect of life, from daily chores to education and politics. India is a country where
religious diversity and religious tolerance is established in both the law and the culture
(Varma, 2009). Four of the world‟s major religious traditions - Hinduism, Jainism,
Buddhism and Sikhism - originated in India (Mohamed, 2007; Varma, 2009). According
to the 2001 census, 80.5% of the population follow Hinduism, 13.4% Islam, 2.3%
Christianity, 1.9% Sikhism, 0.8% Buddhism, 0.4% Jainism and 0.6% Other. Only 0.1%
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of the population did not claim an association with a religion (www.censusindia.gov.in).
Hinduism is the dominant faith, practiced by over 80% of the population. However
Muslims, although significantly smaller in number, are an integral part of the Indian
society. India has the second largest population of Muslims in the world after Indonesia
(Robinson, 2004).

Common practices and traditions have crept into most religious faiths in India and
many of the festivals that mark each year with music, dance and feasting are shared by all
communities. Each religion possesses its own unique heroes, legends, myths and even
culinary specialties. All of this diversity fuses together into a unique mixture that is the
very pulse of society (Robinson, 2004). Shashi Tharoor, author of The Great Indian
Novel, eloquently stated that Indians “simply accepted that people are all sorts of
different things… The differences were simply a fact of Indian life, as incontestable and
as innocuous as the different species of vegetation that sprout and flower across our land”
(1989, p. 133-134). In addition, these differences are functional and essential to society.
Every individual is aware of his or her function in the society and there is no fear of being
diluted or lost in the melting pot (Robinson, 2004).

Languages in India. India is a multilingual nation. The people of India are
profoundly diverse in language. There are 28 states and seven Union territories - each
with its own distinct history, traditions, cuisine, official language and dialects (Syed &
Ozbilgin, 2010). There are 22 official languages (www.censusindia.gov.in). Each state
is subculture of its own that is contained within the boundaries of a single nation. The
remarkable level of linguistic diversity in India can be compared with the linguistic
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diversity of the entirety to Europe (Syed & Ozbilgin, 2010). The various languages of
India evolve from two linguistic families: Indo-European languages and Dravidian
languages (Syed & Ozbilgin, 2010). Hindi is the official language of the nation and is
spoken by approximately 40.22% of the population (www.censusindia.gov.in).

Family life in India. As stated earlier, every region in India has its own
traditions and customs. Every state has its own identity, which is respected by people all
around India and also around the world. Family life is equally diversified; however, there
are some underlying commonalities across the nation. Traditionally, most of the families
in India are extended families, also known as joint families. Unlike many Westernized
cultures, the concept of family in the Indian culture is not composed only of a mother,
father and children, but also includes grandparents, aunts, uncles and other relatives
(Byrd, 2010). Familial roles are influenced by age and gender.
This extended, joint family unit is male oriented in both structure and values.
Ideally a joint family consists of a set of related men (e.g. father and sons or a set of
brothers) and their respective families (Seymour, 1999). Wives are outsiders who are
married into the family, and daughters are married into another family unit. Generally
speaking, because males stay within the family unit, they ultimately inherit the family
property and produce the next generation; sons are preferred over daughters (Seymour,
1999).

In the past, it was a commonly held practice to arrange a daughter‟s marriage
during early childhood. When the relationship is consummated, at puberty, the daughter
moves into her parent-in-laws household (Seymour, 1999). There were two objectives
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involved in this practice: 1. to marry the female child prior to sexual maturity, thus
preventing dishonor to the family if the sexually mature female was to develop a
relationship with a man outside of marriage and 2. to find a mate that is older than the
female, thus ensuring that the female will adapt and conform to the existing gender
hierarchy and authority system in the husband‟s joint family (Desai & Andrist, 2010;
Seymour, 1999). These two objectives are still concerns for Indian families; however,
the practices of child marriages are decreasing (Byrd, 2010).
A daughter is socialized to be obedient, respectful, self-sacrificing, and
hardworking so that she will contribute to her husband‟s household in a positive manner
(Desai & Andrist, 2010; Seymour, 1999). Although, to an outsider, this may appear as
training a daughter to be passive and weak, it is part of a much broader sociocultural
system that require women to fill critical family roles with authority, power and respect.
The familial system is enmeshed within a cultural system in which feminine powers are
ultimate. In Hindu theology and practice females are believed to possess great power
(Shakti). Male deities cannot function without their female counterparts, often referred to
as a source of creative power (Seymour, 1999).
Child rearing practices. Childhood is considered to be a worry-free time. A
child is considered innocent and a gift from the God(s) and believed to be cast in God‟s
image (Alamu, 2009). In a patriarchal society such as India, a woman is expected to take
complete control of her children (Seymour, 1999). Complete control indicates that the
mother is expected to perform all the day to day needs the child may have (e.g. feeding,
dressing, toileting, helping with homework, etc). When residing in a traditional joint
family, child rearing has a great deal of involvement, whether wanted or unwanted, from
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other members within the joint family (Alamu, 1999; Seymour, 1999). However it is
considered the mother‟s duty to bring up her children well and produce respectful,
capable, and prosperous citizens of society. The mother is also blamed when children do
not live up to such expectations (Alamu, 2009; Seymour, 1999). Likewise, if a child is
born with a disability, the mother is usually held responsible (Daley, 2002).
According to Hindu thought, every child is born with predispositions which result
from the deeds of previous lives and lead to certain predetermined tendencies in the
current life (Rao, McHale & Pearson, 2003). Although this is a Hindu thought, the
notion of karma is deeply embedded in the Indian culture (Alamu, 2009). Individual
differences are more widely attributed to predetermined tendencies (Alamu, 2009).
As India transitions to a more highly industrialized nation, traditional roles are
changing. Inclination toward and adoption of western culture and lifestyle continue to
alter the Indian culture. Questions regarding what a family is and what it should be and
defining the roles, in terms both of family and of child rearing practices, of who men and
women are and should be are arising as India transitions from a primarily agrarian society
to an increasingly urbanized and industrialized one (Seymour, 1999).
Indian immigrants in America. Indians began immigrating to the United States
in search of better educational opportunities in the 1960‟s (Vishwanathan, Shah & A,
1997). Many individuals migrated to the United States as a single-family unit, physically
detaching themselves from the extended family (Luong, Yoder & Canham, 2009).
However the emigrated family will continue to maintain strong ties to the extended
family back home (Vishwanathan, Shah & Ahad, 1997).
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Generally, immigrants often assimilate some of the cultural values of the residing
country, yet at the same time retaining their cultural identity and many of their original
cultural values (Vishwanathan, Shah & Ahad, 1997). Indian immigrants are no
exception. Indian immigrants seem to adapt successfully to the U.S. environment;
however, most have distinguished themselves from other immigrants groups by
remaining close to their native culture (Dasgupta, 1996). Many Indian Americans
develop dual identities being “9-to-5” Americans in the workplace and Indians at home
(Desai & Coelho, 1980).
A study by Sodowsky and Carey (1998) indicated that Indian immigrants in the
U.S. tend to alter themselves only on a superficial level, such as in apparel and language,
but remain conservative and traditional in their preferences for food, values concerning
families, religion, marriage and child rearing. Essentially, an Indian comes to America
with the aspiration of becoming financially successful, yet hoping to preserve their
cultural identity. In order to achieve this very challenging feat, Indian immigrants
expend considerable efforts in developing vast networks of temples, associations and
festivities in order to maintain ties with the Indian culture (Dasgupta, 1996). Of even
greater importance, extensive efforts are taken to expose and pass on traditions of the
Indian culture to the next “foreign-raised” generation (Dasgupta, 1996). If not for these
efforts, this generation would be raised almost exclusively within the American culture.
Very succinctly put, the culture of India can be described only as an
amalgamation of the diverse sub-cultures spread all over the Indian subcontinent and
traditions that are several millennia old. Generations after generations, Indians,
regardless of residing in India or abroad, continue to carry out the deeply rooted customs
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and traditions of India. Along with antiquity and a rich heritage, the Indian civilization
has been and remains noteworthy for its continuity, its unique social structures and
customs, and of course its unity among vast diversity.

Perceived Stigma of Mental Disorders and Concept of Karma in the Indian
Population

Stigma. Stigma associated with mental illness can be considered universal and
one of the most difficult aspects of public encounters experienced by the family with a
disabled member (Charles, Manoranjitham & Jacob, 2007). Families often find that
public reaction is judgmental, stereotypical and negative. The stigma associated with
physical or mental health issues can be characterized by “social exclusion, rejection,
blame or devaluation that results from experience or reasonable anticipation of an adverse
social judgment about a person or group identified with a particular health problem”
(Weiss & Ramakrishna, 2006, p. 538). Typically this preconceived notion and judgment
is medically unwarranted. It is similar to the stigma targeting other identities such as
racial background or sexual orientation (Weiss & Ramakrishna, 2006).

Stigma regarding mental health may be a result of inappropriate fears of
contagion, danger, moral judgments about afflicted individuals, or even religious beliefs
about the cause of illness as a type of punishment (Saravanan, David, Bhugra, Prince &
Jacob, 2005; Weiss & Ramakrishna, 2006). Stigma and discrimination contribute to
delays in acceptance and to diagnosis and treatment; they can impede recovery and
reintegration into the society, and result in personal and familial distress (Kermode,
Bowen, Arole, Pathare, Jorm, 2009; Weiss, Ramakrishna & Somma, 2006).

INDIAN MOTHERS
29

The stigma regarding mental health disorders remains exceedingly heavy in the
Indian culture to this day. The stigma continues to be masked in myths and perceptions
regarding causes and manifestations (Padmavati, 2005). A very common explanation in
tribal and rural societies is supernatural visitation or sudden environmental shock
(Khandelwal, Jhingan, Ramesh, Gupta, & Srivastava, 2004). It is also commonly
assumed that an individual‟s karma, or actions in a past life will determine the present
life‟s successes, failures and illnesses. It is also a widely held belief that the ill karma of
an individual can be passed down to subsequent generations. Thus, severe physical or
mental illness may be perceived as punishment for past wrongdoings of the individual‟s
previous lives or that of the individual‟s forefathers (Saravanan et al., 2005; Weiss &
Ramakrishna, 2006).

Karma. The concept of Karma is common in Hinduism, Jainism, Buddhism and
Sikhism (Alamu, 2009). These four religions make up 83.6% of the Indian population
(www.censusindia.gov). Simply speaking, the doctrine of Karma assumes that every
action by a small being or group of beings will produce an effect. The effects of a
performed action can result in good, bad or neutral outcomes to the being (Alamu, 2009).
Traditionally, in Hinduism it is believed that that the actions and deeds of an
individual will determine the individual‟s standing in a next life. The concept of
reincarnation deals with the idea of a “re-birth” or transmigration of the soul into another
body after the physical death of one body. The evolution of the soul will eventually
results in a union with God. If an individual does not perform righteous deeds and
actions, the soul continues to cycle in reincarnation and will not be united with God
(Alamu, 2009).
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This concept of reincarnation does not exist in other religions found in India, such
as Christianity and Islam. These two religions do not believe in re-births of the souls.
However there are passages from spiritual texts that would imply the effects of an
individual‟s deeds resulting in consequences within the individual‟s current life or the
lives of future generations. For example, the Bible states that "The Lord is slow to anger
and abounding in steadfast love … but He will by no means clear the guilty, visiting the
iniquity of the fathers on the children, to the third and the fourth generation” (Numbers
14:18, English Standard Version). Given this existing stigma and notion of karma within
the Indian culture, it can be hypothesized that individuals with special needs, such as
autism, would be looked upon negatively by the society.
Autism in India
Interestingly, China and India compose 35% of the world‟s population; however,
very little is known regarding the diagnostic practices of autism in these countries (Daley
& Sigman, 2002). India is a country of over 1 billion people and is on the brink of
becoming the world‟s most populous country within the next few decades (Cohen, 2002).
Conservative estimates indicating that 4 to 5 individuals in 10,000 are affected by autism,
would indicate that there are an astounding 500,000 people in India with the disorder
(Daley & Sigman, 2002). Other prevalence estimates suggest that there may be as many
as 2 million people with autism in India (Gillberg, Grufman, Persson, & Themner, 1986).

There is an emergence of literature on autism and there is current activity in the
field. There are over 50 articles on infantile autism, written by Indian authors that have
appeared in Indian publications, some dating back to 1962 (Daley & Sigman, 2002).
Publications from the past decade have included more specifications of diagnostic criteria
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than in previous years; however, fewer than half included a definition or explanation of
criteria used to diagnose autism (Daley & Sigman, 2002). This leads one to ask the
question, “What do Indian medical and mental health professionals believe autism is”?

A study completed by Daley and Sigman (2002), examined diagnostic practices of
937 Indian professionals (165 psychiatrists, 95 psychologists, and 677 pediatricians).
The professionals were required to complete a survey. The survey listed DSM-III
characteristics of autism, including whether or not the professional felt that the particular
characteristic was required to make an accurate diagnosis. The study revealed that Indian
professionals largely concur with the characteristics of the DSM-III. Indian professionals
endorsed lack of eye contact and rigid or stereotyped play as highly necessary for a
diagnosis. Respondents also endorsed characteristics such as attention deficits, sudden
mood changes, and inappropriate laughter or giggling. These characteristics were not
included in the DSM-III or in subsequent editions. The inclusion of these additional
characteristics can be explained by cultural norms that suggest a lower level of activity
and/or unusual behaviors (Daley, 2002).

In terms of actual diagnostic criteria, the study found that most Indian
professionals do not consider language delays as indicative of the disorder. The surveyed
psychologists ranked language lower in usefulness for diagnosis than characteristics such
as attention deficits and unusual sensory responses. The pediatricians ranked language
after all other social and behavioral characteristics. One explanation is the Indian belief
that children, particularly males, speak later. Some professionals may also follow the
guideline that Indian children speak single words by 1 to 1.5 years of age, but that speech
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should not be considered delayed until the child is 3 years old (Daley & Sigman, 2002).
The overall findings of the study conducted by Daley and Sigman (2002) suggest that
Indian professionals with varying levels of experience tend to use different criteria to
diagnose autism.

Awareness and concept of illness. In order for a behavior to be considered as a
symptom, it must first be recognized as problematic. The familiar construct of an
explanatory model may prove to be a beneficial tool for obtaining a wide range of
relevant beliefs about perceived seriousness, etiology, course, treatment, and transmission
(Daley, 2002). Explanatory models of autism are likely to be highly culturally variable.
It would be based on the beliefs regarding normative development and the value of
different or eccentric behaviors in a particular culture. For example, research in India has
found that beliefs about etiology reflected an extensive gamut of explanations that
included biological, structural, environmental and psychological explanations (Daley,
2002). With specific regard to symptom recognition, on average, Indian parents
identified problematic behaviors approximately seven months later than those reported in
the United States. The most common first concern was lack of social relatedness (Daley,
2002).

In addition to recognition, the function of a particular behavior or symptom is also
likely to vary from culture to culture. A study by Hackett and Hackett (1999) of
psychiatric disorders among children in South India found that families did not initially
report concerns about their children because the parents accepted the behaviors as a part
of their family lives and did not consider it to be symptomatic of any particular disorder.
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Similarly, Leonard (1985) reported on a Sri Lankan family who accepted an explanation
that their autistic child was „a reincarnation of a warrior who had been severely injured in
a battle and was rendered dumb until he died‟ (p. 200). In one particular Indian study,
parents referred to their three-year old daughter as “mature” because of her inclination for
adult company rather for the company of children, and a father stated that this son was
„dull-headed‟ rather than autistic (Daley & Sigman, 2002).

Help-seeking behavior. When do families of varying cultures seek help? As
Cohen and Volkmar poignantly note, “Where there is no cure, there are a hundred
treatments” (1997, p. 950). This idea particularly holds true for Indians. A great deal of
help-seeking behavior has been observed among South Asians (Daley, 2002). However,
the difficulty with autism is that the disorder can be perceived as numerous different
problems, thus finding help can often be very confusing and frustrating. Treatment is
highly dependent on the characteristics of the disorder upon which the family focuses.
Once a disorder is acknowledged and accepted, any subsequent consultation and course
of treatment can be further convoluted due to the existence of multiple systems of
medicine in India, such as Allopathic, Ayurvedic and Homeopathic (Daley & Sigman,
2002).

Ayurveda, which literally means the science (veda) of life (ayur), is one of the
oldest systems of medicines in India (Mukherjee & Wahile, 2005). Ayurvedic medicine
is a holistic system of health care that utilizes natural resources (Mukherjee & Wahile,
2005), and Allopathic medicine refers to the broad category of medical practice that is
often referred to as Western or modern medicine (World Health Organization, 2001);
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Homeopathic medicine is a form of medicine in which practitioners utilize highly diluted
preparations of medication (Ernst, 2002). It must be noted and appreciated that different
systems of medicine, such as Allopathic, Ayurvedic, Homeopathic, conceptualize and
treat disorders such as autism in very different ways (Daley & Sigman, 2002).

Treatment. Treatment of autism differs, based on cultural factors. For example,
Western practices have typically recommended that treatment be based on the individual
characteristics of the specific child. Thus, there is no single treatment being universally
prescribed for children in the United States, nor is one intervention considered more
superior than another (Volkmar et al., 2005; Daley, 2002; Landa, 2008). An Indian study
conducted by Daley and Sigman (2002) revealed that treatments used by Indian families
included pranic or energy healing, reflexology, acupressure, speech therapy, vitamin
therapy, behavior therapy and yoga. Over half of the sample has used Ayurvedic and/or
Homeopathic treatment (Daley & Sigman, 2002).

An evaluation report by the World Health Organization (WHO) regarding the
methods for treatment of mental disorders notes the importance of autism treatment
methods being, “relevant to the setting in which they are deployed . . . because of the
extent to which disorders and treatments are influenced by cultural, developmental, and
environmental factors” (WHO, 1991, p. 65). It can therefore be concluded that cultural
practices and beliefs are significant factors in the development of appropriate treatment
and training methods (Daley, 2002).

Community and legal issues. There is a great deal of cross-cultural variability
with regard to awareness and attitudes among the general population. Also, the available
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legislation designed to enhance the lives of people with autism vary (Daley, 2002). In the
United States, public awareness of autism has greatly increased (Gernsbacher, Dawson &
Goldsmith, 2005; Volkmar, Chawarska, & Klin, 2005). The cultural practices and
community beliefs that a society upholds drive legislation to design services to enhance
not only the lives of individuals with autism, but also their families. In India, autism as a
disorder has been legally recognized only since 1999 (Daley, 2002; Daley & Sigman,
2002). Prior to this time, schools for autistic children did not receive government
funding; nor did families meet eligibility criteria for concessions that were allotted for
people with other disabilities, such as Down‟s Syndrome and Mental Retardation (Daley,
2002; Weiss & Ramakrishna, 2006).

Family functioning. Any form of a chronic illness is a serious challenge with
which to contend, not only for the afflicted individual, but also for the individual‟s
family. Autism is extraordinarily difficult for families and individuals to cope with for
various reasons (Gray, 1993; Volkmar et al., 2005). There are numerous areas that
family members must face when there is an individual with autism in the family.
Perceived burden and care for the child with autism, available forms of social support,
and the interactions between the autistic child and other family members are areas of
significant concern for families (Daley, 2002). The presence of a child with autism may
make familial responsibilities, roles and interconnectedness more relevant and
challenging. For example, a study revealed that a number of Indian families chose to have
another child after an existing child had been diagnosed with autism, explicitly for the
purpose of having a caretaker for the autistic child after the parents‟ death (Daley &
Sigman, 2002). One mother expressed disappointment and embarrassment at the public
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movement to acknowledge and accept autism as a genetic disorder. This mother worried
that her non-autistic daughter would have difficulty finding a proper suitor because of the
possibility of her producing offspring with a similar genetic condition (Daley & Sigman,
2002).

Roles of the mother. In the book, Unstrange Minds: Remapping the World of
Autism, by Roy Richard Grinker, the lives and struggles of three Indian mothers raising
sons with autism are chronicled. The first mother was in a perplexing state when she
realized that her outwardly “normal” looking child was mentally disabled. This mother
described the isolation and desperation that she felt raising her child in a society that
would not accept him. She took her son to various pediatricians asking what was wrong
with her child. Many times, the sad response that she received was that her son was
spoiled and just “needs to be spanked” (Grinker, 2007). Finally after receiving a
diagnosis of autism, the mother searched for more information on the subject and came
across Bettelhiem‟s, The Empty Fortress, which suggests that autism is caused by
mothers. Feeling utterly disgusted and frustrated with this information, the mother
contacted other mental health experts for advice. Again and again she was told her son
would be disabled for life. There was nothing to do – no schools, no medicines and no
cure. This was well before the time of the Internet and parent support groups. It was a
time when hardly anyone even knew the word “Autism”. This mother heard about a
Christian medical college that had a small residential school for mentally disabled
children. She convinced her husband, who had already begun distancing himself from
her and their son, to allow them to try this setting. The mother and son resided in an
eight-by-nine foot concrete room for six months. The progress that her son made was
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hopeful improvement. He began engaging in play with others, learning the alphabet,
numbers and some words.

Upon leaving this residential school, the mother had a very difficult time finding a
private school that would accept her son. She was certain that a government school for
the mentally retarded would cause her son only to regress. This mother quickly realized
that there are only a few schools for mentally retarded children, and even fewer for the
mentally affected. Through much trials and tribulations, this mother and two other
families established a school, Open Door, which is specifically designed for children with
autism.

In March 1994, the Open Door school for children with autism started on an
experimental basis with only one teacher and two students. With an overwhelming
response to the school, Action for Autism, a support organization, emerged. Today,
Action for Autism (AFA) is the principal organization in South Asia concentrating in
Autism Spectrum Disorders and related pervasive developmental disabilities
(www.autism-india.org).

With the help of such organizations, ASD in India is slowly coming to the public
arena. However, there continues to be a great deal of stigma associated with the disorder
and families tend to keep the diagnosis a secret in fear of other cultural ramifications
(Daley & Sigman, 2002; Grinker, 2007). There is without doubt that the Indian mother
faces the greatest amount of stress when a child is diagnosed with autism. An Indian
woman‟s status within her family is determined by the gender order of her children
(Carter & McGoldrick, 1999; Seymour, 1999). First-born males are preferred, because a
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first born female is perceived as a result of diminishing favor with the deities. A mother
can rectify the situation by providing a second born male. However, if the male child is
physically or developmentally delayed, the child is often considered a burden and a
product of ill karma (Carter & McGoldrick, 1999).

Similar to the rest of the world, in India, a child with autism is considered to be
socially disconnected with the world. In addition, however, in India, autism also takes a
culturally specific form in which the child is disjointed from the extended family and the
maternal attachment remains constant (Grinker, 2007). The Indian mother of a child with
autism would not feel comfortable requesting her in-laws or extended family members to
take a larger role in raising the child. It would be difficult to entrust the child to anyone
else‟s care. The mother would feel obligated to stay with the child at all times, even if
the family were willing to welcome the child, which is rarely the case (Grinker, 2007;
Seymour, 1999).

Literature indicates that Indian mothers play a great role in child-rearing practices
and often feel embarrassment if her child does not behave as expected. Indian mothers
who have children with autism also experience even more stress, responsibility and
isolation. The purpose of this qualitative study is to investigate the perceptions,
awareness and knowledge that Indian mothers have about autism, those with children
who have autism as well as those who have typically developing children.
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Chapter Two
Methods
Participants
The participants of this study included eleven mothers of Indian descent residing
in the United States. To participate in this study, individuals were required to be of
Indian descent and have children between the ages of 2 and 14. The age range for the
children was specified because it is believed that mothers who have children within this
age group have more exposure and contact with other children. Thus, these mothers are
more likely to be exposed to or have knowledge of autism spectrum disorders. The intent
of the study was to include mothers from a variety of settings in order to obtain a range of
responses. Therefore, participant selection was not limited, based on socioeconomic
status, education, religion or generational status. The investigation excluded mothers
who were not of Indian descent and mothers, Indian or non-Indian, who did not have a
child within the specified age range. The participants were volunteers and a sample of
convenience.
Participants were recruited through various Indian associations and religious
organizations across the United States, such as the Global Organization of People of
Indian Origin, Bhartiya Temples, the Archdiocese of Syrian Orthodox Churches in North
America, and the American Hindu Association. Flyers (Appendix A) briefly describing
the study were sent to the leaders of various Indian associations and religious
organizations, via mail, fax and electronic mail. Leaders of the respective organizations
were asked to disseminate the flyers to prospective volunteers. The flyers suggested that
interested individuals contact the responsible investigator via phone or email. In
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addition, flyers were posted on Internet-based distribution lists, including
www.sulekha.com, www.oneindia.in, and www.clickindia.com and local agencies that
provide services for the Indian community, such as grocery stores, beauty salons, etc.
Local agencies that service individuals with autism, such as Autism/PDD Support Group
of Philadelphia and Delaware County Family – PDD/Autism Spectrum Support group,
were also asked to distribute flyers to potential participants.
Prospective participants were instructed to contact the responsible investigator via
email or phone. During initial contact, the researcher conducted a brief screening to
ensure that the mother meet the selection criteria. If the individual did not meet the
criteria it was explained that the individual did not meet the qualifying criteria for this
particular investigation. If the individual did meet the criteria, the volunteer was
provided with information regarding the process. Participants were recruited until
saturation was reached.
Overview of Research Design
Creswell (2007) metaphorically described qualitative research as an “intricate
fabric composed of minute threads, many colors, different textures and various blends of
material”. This fabric cannot be easily or simply explained. Likewise, qualitative
research studies weave together the voices and experiences of the participants in order to
explore a topic further (Creswell, 2007). The purpose of this study is to examine the
awareness and perceptions of autism among Indian mothers residing in the United States.
Because the ultimate goal of this study is to generate a theory, a qualitative, grounded
theory approach will be utilized.
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A grounded theory study evolves beyond a description and develops a theory that
is representative of a process, action or interaction (Strauss & Corbin, 1998).
Researchers Barney Glaser and Anselm Strauss developed the grounded theory approach
in 1967. Glaser and Strauss believed that theory development should not come “off the
shelf”, but rather is generated or “grounded” in data from participants who have
experienced the process (Strauss & Corbin, 1998). According to Creswell (2007),
grounded theory is a qualitative research design in which the investigator develops a
general rationalization (a theory) of a process, action or interaction shaped by the
perceptions of the participants.
The two common approaches to grounded theory are the systematic procedures of
Strauss and Corbin (1998) and the constructivist approach of Charmaz (2006). This
particular study followed the more analytic procedures of Strauss and Corbin, in which
the investigator sought, systematically, to develop a theory that explains the attitudes
towards and awareness of autism from the cultural perspective of Indian mothers.
Measures. Two instruments were utilized throughout this study. The first
measure is a questionnaire that is used to elicit demographic information from the
mothers (Appendix B). The second instrument is a semi-structured interview, designed
by the researcher and researcher‟s dissertation committee, “Attitudes Towards and
Awareness of Autism among Indian Mothers - Interview Protocol” (Appendix C). This
interview was the primary source of data collection. The interview consisted of several
broad, open-ended questions. Clarifying probes were utilized as needed.
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Procedures
The participant was notified that she would partake in a 1 to 1 ½ hour interview
with the investigator. The interviews were completed either in person, via phone or with
the use of a software application that allows voice calls over the Internet (i.e. Skype).
The interview was scheduled at time that was mutually agreeable both for the participant
and for the investigator. The interview began with a brief introduction, as per the script
provided in Appendix E. Anonymity of participants was assured by assigning each
interview case with a pseudonym, thus preventing the disclosure of the mother‟s identity.
All data obtained from the interview and reviews of demographic information were
placed in a locked cabinet when not in use by the investigator.
The participants were told that the interview would be audiotaped and that
responses would be transcribed for further examination. The participants were reminded
that the interview process would take approximately 1 – 1 ½ hours and that the interview
questions would be focus on the participants‟ thoughts regarding autism. It was reiterated
that each participant had the right to decline any questions that she did not want to answer
or felt uncomfortable answering. Also, the participant was given the authority to stop the
interview at any time if she did not wish to continue. The participant was verbally
assured that the information provided would be held strictly in strict confidence. The
participant was also asked to provide any other information that she deemed valuable to
the study at the end of the interview. The participant was then asked if she had any
further questions before beginning the interview. Any potential questions that the
participant had were addressed and the interview commenced.
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The interview protocol consisted of eight broad, open-ended questions.
Clarifying probes were utilized as needed. The first question dealt with the notion of
motherhood from the perspective of an Indian woman. The second question asked the
participant to reflect on how having a child had changed her life. The third question
asked the mother to provide a detailed description of an Indian child with special needs.
The child may have been someone that the participant knew directly or indirectly. The
fourth question brought attention to autism, by asking the participant what it meant to
have autism. After the participant responded, the investigator operationally defined
autism, in simple terms, for the scope of the particular study. The investigator also stated
that current research indicated that there are significant numbers of undiagnosed Indians
with autism. The fifth question asked the participant to ponder on what life would be like
for an Indian mother with a child who has autism and the sixth question asked the
participant to state her thoughts about how having a child with autism may have changed
the life of the mother. The seventh question required the participant to elaborate on the
reasons why a disorder, such as autism, would happen to a child. The eighth, and final,
question elicited responses on how to support mothers with children who have autism.
At the end of each interview, each participant was asked if she had any further
questions or thoughts she would like to share. These responses were also audiotaped.
The participants were thanked for participation and were asked to complete a
demographic questionnaire. The participant was offered the option of having a copy of
the summary of results. If the participant requested a copy, the investigator provided the
summary either in person, via mail or electronic mail.
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After each interview was completed, the obtained information was transcribed,
read and re-read numerous times by the investigator. The information was then coded for
emerging themes and categories which were noted for further analysis. Participants were
recruited until saturation was reached. Saturation describes the process of examining a
topic by continuing to interview until the newly obtained information no longer provides
further insight into the specific area of interest (Strauss & Corbin, 1998).
Data Analysis
Data analysis in qualitative research consists of preparing and organizing the data
for analysis, then reducing the data into themes through a process of coding (Creswell,
2007). Data analysis in a qualitative study has been described by Creswell (2007) as a
data analysis spiral, in which the primary investigator engages in the process of analysis
by moving in analytical circles. The first loop of this spiral is data management.
At the early stage of analysis, the primary investigator organized the data by
transcribing the interviews, removed identifying information and assigned pseudonyms to
each case. After the data had been organized, the primary investigator entered the
reading loop of the spiral. At this point, the primary investigator read the transcripts in
their entirety several times. The primary investigator continuously took notes in the
initial process of exploring the database.
The next loop of the data analysis spiral is the describing, classifying and
interpreting loop. This is point at which information was coded and data began to be
categorized. Grounded theory utilizes detailed procedures for analysis. There are three
phases of coding – open, axial and selective (Strauss & Corbin, 1998). Grounded theory
offers a procedure that enables an investigator to develop categories from the obtained
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information (open coding), interconnect the categories (axial coding), create a story that
unites the categories (selective coding) and ends with a set of theoretical proposals
(Creswell, 2007).
In the open coding phase, the primary investigator examined the transcribed
interviews for salient categories of information. A validation team assisted the primary
investigator in reviewing the interview transcripts. The validation team consisted of the
primary investigator, the third dissertation committee member, a Psy. D. level colleague
who had qualitative research experience and an Indian women who had a professional,
psychological background. The validation team members individually reviewed the
transcripts and discussed emerging categories with the primary investigator.
Categories were composed of subcategories, known as properties (Creswell,
2007; Strauss & Corbin, 1998). These properties represent multiple perspectives
regarding broad categories and are often dimensionalized and presented on a continuum.
This process helped in reducing the database to a small set of themes or categories that
are central to the exploration of the study (Creswell, 2007).
After an initial set of categories had been developed, the primary investigator
identified a single category as the central phenomenon of interest. Typically, the open
coding category that is selected as the central phenomenon is either extensively discussed
by the participants or of particular conceptual interest in the grounded theory project
(Creswell, 2007). The primary investigator selected this central phenomenon and
situated it as the central element of the theory. Then the primary investigator returned to
the database to understand the categories that relate to this central phenomenon
(Creswell, 2007).
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The investigator then engaged in axial coding in which the primary investigator
reviewed the data to provide further insight into coding categories that related or
explained the central phenomenon. The primary investigator sought to interrelate the
categories in order to generate a theory regarding this study.
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Chapter 3
Results
Data Sources and Collection
The database for this investigation was gathered and interpreted over the duration
of three months. During this time frame, the primary investigator recruited Indian
mothers through various Indian associations and religious organizations across the United
States, Internet-based distribution lists, local agencies that provide services for the Indian
community, local agencies that service individuals with autism, and personal contacts. A
total of 15 individuals volunteered to partake in the investigation. However, only 11
participants went on to participate in the study. One of the 15 volunteers did not meet
qualifying criteria because her child was out of the age range and three of the 15
withdrew after arranging to conduct the interview at a mutually agreed upon time. One
of the three mothers that withdrew disclosed the fact that her husband did not consent to
her participation.
The eleven participants of this investigation consented to complete a demographic
information questionnaire and engage in a semi-structured interview with the primary
investigator. Six of the interviews were completed in the participants‟ homes with the
remainder of the interviews taking place at church, by phone or via the use of a software
application that allows voice calls over the Internet (i.e. Skype). A reminder was
provided via phone or email prior to the interview. Time was spent before the interviews
establishing rapport and at the end for a debriefing for feedback, which was always
positive. A total of 18 hours of taped interviews was developed. Most often, the mothers
expressed the fact that they enjoyed the process of being able to communicate their
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thoughts openly on a topic that is not often discussed. Throughout the investigation, the
primary investigator maintained journaling notes about impressions of the setting,
comfort level of the interviewees and the potential themes that were emerging.
Data Analysis and Interpretation
The analysis and interpretation was a consistent, ongoing process during the entire
investigation. The analysis and interpretation was initiated after the fourth interview was
completed. Each interview transcript was read several times by the primary investigator.
First a general sense of the data was gathered, and the primary investigator began to
identify categories. The data was then systematically coded by the primary investigator
as a way of organizing information. Each developing category was identified and then
each statement was grouped into corresponding category. After the topics were
categorized and coded, the topics were analyzed further to identify themes. The
identified categories were also discussed with members of the primary investigator‟s
dissertation committee in order to assist with developing more specific themes.
In addition, in order to examine themes further and to reduce bias, a validation
team assisted the investigator with reviewing the interview transcripts. The validation
team consisted of the research investigator, the third dissertation committee member, a
Psy.D. level colleague with qualitative research experience, and an Indian woman with a
professional psychology background. The panel reviewed the transcripts and continued to
discuss emerging categories and potential themes.
Findings
Discussion of findings. The research findings were divided into two distinct
sections: a) demographic findings and b) description of findings with response to the
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research questions. The first section describes demographic areas of interest for the
Indian mothers who participated in the study. The following section provides descriptive
summaries of responses to the questions asked regarding motherhood and their own
experiences; awareness and acceptance of autism within the Indian culture; thoughts on
the day-to-day life of an Indian mother who has a child with autism, and ideas of
supporting other Indian mothers with children who have autism. Beyond the questions
that were explicitly asked, the mothers used their own voices to express concerns and
thoughts about various other areas. These categories that emerged from the mothers‟
own stories, thoughts and experiences were also discussed. The section also includes a
detailed analysis of cross-case similarities within the responses of the Indian mothers in
references to their own awareness and acceptance of autism, notions of awareness and
acceptance of autism within the Indian society, and thoughts of supporting an Indian
mother with a child who has autism. The assigned pseudo-names are used throughout to
provide anonymity.
Demographic findings. The participants of this study were 11 mothers who were
of Indian descent residing in the United States, who have children between the ages of 2
and 14. The participants ranged in age from 32 – 46 years old (Mean = 34.18 years old).
All of the participants attended at least a 4 year college and obtained a baccalaureate
degree (100%) and of that, nearly three- quarters (72.72%) obtained a graduate or
professional degree. When surveyed regarding country of birth, more than a quarter
indicated that they were born in the United States (36.36%), and more than half (63.63%)
indicated that they were born in India. Of the participants born in India, more than half
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immigrated to the United States in adulthood (57.14%) as a result of marriage or in
pursuit of higher education.
When surveyed about religious affiliation, nearly three-quarters of the participants
identified with Christianity (72.73%), less than a quarter identified as Hindu (18.18%)
and less than 0.1% identified as Sikh (0.09%). Given the diversity of the Indian culture,
there was also a survey of languages spoken. All of the participants indicated that they
were fluent in the English language (100%) in addition to at least one other Indian
language. More than half indicated that in addition to English they were fluent in the
language of Malayalam (63.64%); more than one- quarter indicated fluency in Hindi
(36.36%), and less than 1% in Gujarati (0.09%).
In terms of children, the participants‟ children ranged from 4 months to 20 years
of age (Mean = 7 years old). Furthermore, the mothers reported on the number of
children they had. The number of children ranged from 1 – 3 (Mean = 2). Table 1
displays the demographic information obtained from the demographic questionnaire that
the participants completed.
Table 1. Demographic Data Obtained from Participants
Name

Age

Birth

Education Religious

Country
Priya

42

India

Languages

Children

English

3

Affiliation
JD

Christian

Malayalam
Radhika 38

India

MS

Hindu

English
Hindi
Gujarati

2
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Sarina

39

India

BSN

Christian

Malayalam 2
English

Asha

32

United

BS

Christian

States
Rachel

39

India

English

2

Malayalam
MS

Christian

English

1

Malayalam
Deepa

33

United

MS

Christian

States
Pinky

32

India

English

2

Malayalam
BSN

Christian

Malayalam 2
English

Jasmine 32

United

MBA

Christian

States
Meena

46

India

English

1

Malayalam
MS

Christian

English

1

Hindi
Geeta

43

India

MA

Sikh

Hindi

2

English
Harsha

40

United
States

MS

Hindu

English

2

Hindi

Descriptive findings. The questions from the semi-structured interview included
two questions that assisted in establishing a better understanding of the participants‟
thoughts of motherhood. The mothers were able to convey feelings openly regarding the
changes that they had gone through since having children. This information was essential
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in understanding how the mothers conceptualized motherhood - both through personal
thoughts and experiences, as well as within a cultural context. Similar themes and
patterns emerged among the mothers in reference to motherhood as a general construct,
personal experiences in motherhood and motherhood as an Indian woman.
Motherhood in general. All of the mothers interviewed possessed an overall
positive perspective of motherhood, with no bearing on culture.
Geeta stated,
As any woman, motherhood is the best gift of all. I mean, any woman… it
doesn‟t have to do with Indian women, all women… it‟s the biggest gift. Yes, it‟s
taxing. But you cannot live without it. And there are days that you think, what did
I get myself into?! But it‟s a pleasure!
Rachel explained,
It‟s rewarding. Very rewarding. I don‟t see it like being Indian or not being
Indian. It‟s just very rewarding. Very challenging. Takes a lot of time out of
everything you do. But it‟s very rewarding. I wouldn‟t have it any other way.

There was also a notion of tending to the child‟s physical well being by meeting
basic necessities such as feeding, bathing and day-to-day care. In addition, emphasis was
given to promoting the child‟s psychological well being by providing nurturance and
support.
As Asha stated,
Motherhood in general, regardless of what culture you came from, you are
supposed to love and care for your children.
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Priya indicated that a mother is
Someone who nurtures and takes care of her children in all aspects – physically,
physical necessities, mentally, emotionally and spiritually.
Meena commented,
Motherhood in general is composed of morals, values and other things that you
have.
Personal experiences in motherhood. When the mothers were asked how their
own lives had changed after having had children, several indicated that they had
experienced an increase in responsibility. This was described as follows:
Priya stated,
Being a mother is one of 3 full time jobs, for me. I work full time. Then being a
wife and all the responsibilities – cooking, cleaning, keeping house and providing
support to my husband. The third part being a mother and keeping the house and
caring for all the things related to being a mother.
Sarina reported,
Lot of sacrificing, sharing, loving and responsibilities and working together as a
whole, to bring out peace and happiness for the betterment of the family. So a lot
of responsibilities.
Other mothers indicated that they had children within the first year of their
marriages. Thus, they had a difficult time differentiating their experiences of married life
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and motherhood. For these mothers, marriage and motherhood came almost
simultaneously.
Priya stated,
I had children within the first year of my marriage, so I didn‟t know what life was
like in a married life, just being married.
While Geeta recalled,
I got married and had my first daughter before the first year. So I don‟t even
know what it is to live with my husband just by myself because we had the baby
right away. I don‟t know what life would be like by myself. I cannot even
imagine!
Many of the mothers described a shift in priorities after having children. Most
prominently a shift or a conflict in their priority with their own careers was noted.
In Meena‟s words,
What you thought were priorities in your life, it goes down the list. My work was
so important to me before having him. After having my son, he came first. I
could care less about work.
Harsha stated,
For me, I didn‟t realize that I was such an independent person. I craved my own
space a lot which I had to learn to adjust. I had to let go of a lot of my own goals
and what I had in mind for my future. I was used to being - when I need things
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done, I get them done. When you have children you have to let go of a lot of
things. When they are babies you have the feeding and the changings and you are
tied to the house.
Harsha further explained,
There is this war going on inside of you. You are a mother; you should take care
of your child and not leave it to someone else. Why did you become a mother if
you wanted to leave your kids? There‟s that voice screaming at you and then
there‟s another voice saying you are an educated woman, you should not be tied
to the house; you should be putting all your years of studying to work. So you
really don‟t know what to do. There‟s such a shift in priorities.
Most of the mothers indicated that having children has brought a deeper sense of
love, meaning and fulfillment into their own lives. Also many described their children as
completing them.
In Radhika‟s own words,
To me, motherhood has been the most precious thing in life. It makes a woman
complete. There is nothing more valuable and challenging as caring and tending
for children. It gives me utmost satisfaction. My children are the joy of my life.
They bring me so much happiness and joy. However, my children are also a great
source of worry and stress in my life, but it is a good stress, you know? My life
would be incomplete without my children.
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Geeta stated,
I have two kids and I live for them! I work for them; I do everything for them,
live for them!
Deepa explained,
Having children has made life a lot busier. But in the same breath, you know it‟s
almost as if your life, as weird as it sounds your life didn‟t begin until you had
them. You learned to love someone unconditionally. Obviously you have your
spouse, who you love, but the love for your children is totally different. It‟s a
different level.
A few mothers indicated that after having children, their lives had been
completely consumed by their child or children. The child and thoughts about the child
has become all encompassing for them.
Meena described,
I couldn‟t tell you what my life was like before I had him. Honestly I don‟t know
what I did before I had him. He fills up my life. Every aspect of my life is filled
up with him.
Jasmine stated,
The first thing you think about is him. Your life has changed because everything
now revolves around your child. How is it going to affect my son? When you
wake up in the morning, it‟s like, okay what do I have to do for him? What do I
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have to pack for him? That‟s usually the first thought… it‟s about him. We‟re
secondary after him. He‟s the priority.
One mother further indicated that her child consumes so much of her thought that
she thinks and worries about him even when the child is in the care of his father.
Rachel described,
So now it‟s weird because I‟m thinking all the time if my son is okay. I‟m
wondering if he‟s okay. When he‟s with my husband, I wonder, I hope my
husband is handling him okay. I hope he‟s not giving my husband a hard time or
vice versa. So in that sense, I don‟t think that there has been a moment that I
haven‟t thought about my son.
Motherhood as an Indian woman. Through the course of the interview process,
several issues related to being an Indian mother was brought to the surface and explored.
Similar patterns and themes emerged among the mothers, referencing a passing along of
culture and tradition to their children, division of duties between husband and wife, and a
concept of “we”.
Passing of culture and tradition. The idea of instilling tradition and passing
culture to children was a concern for many of the Indian mothers interviewed. Most
mothers felt as if they were teetering between two cultures – American and Indian.
Several mothers expressed the difficulty of assimilating to the American culture in which
they reside, yet still exposing their children to the traditions, beliefs and rituals of the
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Indian culture. They expressed thoughts about how and what to pass down to the next
generation.
Asha stated,
Well I think, it‟s like, it‟s hard, because you have to incorporate your culture.
Well growing up here, you know I have different beliefs than what the traditional
Indian woman would have. I struggle as a mother, picking and choosing, what
they should have and what I don‟t want them to have. It‟s difficult, but at the
same time, you know, my children I feel will be well rounded because of my
culture.
Jasmine expressed,
I mean… overall... it‟s good, it‟s hard as mother, you know that. But I think
being an Indian mother is even harder. Just trying to grasp this life here, living in
America and trying to keep your culture too. Balancing two cultures.
Meena commented,
It‟s hard being an Indian mother trying to pass down your values and cultures to
your kid who is growing up in the American culture and is exposed to it so much
more than the Indian culture.
Division of duties. Several mothers commented on how the household and
parenting responsibilities are not equitably distributed between the husband and wife
within traditional Indian households.
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Deepa stated,
Motherhood for me in particular, being of the Indian culture, means that it is
expected that the brunt of the housework is on me.
Deepa further stated,
Well in the Indian culture you‟re expected to cook for you husband, clean for
your husband and basically take care of the children. It‟s you, you, you. I‟m
being honest, but my husband doesn‟t have a role in it. He does nothing to help
me and the children. I consider myself as a single mother and my husband knows
that I consider myself as a single mother. He does not know what to do on his
own. I think that‟s partly because of his personality, the way he was raised, our
culture and his job. I think he also expects me to do everything.
Pinky described,
In my family, my mother-in-law is the more responsible one in the family.
Motherhood is tough. My case is okay. But Indian culture is tough. More
responsibility with the kids. We also have more responsibilities in the house,
cleaning etc. Sometimes I have to push my husband to do, do, do. Maybe from
the culture, from the parents teaching like that… boys don‟t do that kind of stuff,
like cooking. After our marriage my husband started to cook.
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Sarina stated,
You have to work full time, do the cooking, taking care of everything. I just think
that nobody can be a mom. Or no one can replace a mom. So there is enough to
do. Constantly worrying and taking care of stuff.
Some mothers indicated that despite their efforts to maintain equality they
struggle with what their parents had instilled in them, culturally, as the appropriate
behavior for a mother.
Rachel explained,
But for an Indian mother, I mean in our culture there are certain aspects of what
our parents instilled in us. I think, you know, as far as what a mom should do for
her child. In our culture, maybe people separate these duties, you know, you‟re
supposed to put the child to bed, and feed the child and bath the child and I‟ll do
the other stuff. But I don‟t… my husband and I don‟t do it that way. We kind of
share the responsibilities. Which is nice. But you know, I do see when sometimes
that cultural stuff that you grew up with makes you feel like, Oh I‟ll do that. I‟ll
take care of that because that‟s something that your mom always did. Like when
you‟re sick, mom was always there for that. I‟m trying not to do that so that my
child won‟t have any favoritism, but it‟s hard.
Concept of “We”. Quite a few mothers indicated that the Indian family is not
composed merely of the mother, father and children only but rather of an entire extended
family. It should be noted that in the United States, not all of the extended family may
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reside in one single household as is traditionally found in India. However, the extended
family is still heavily involved in the family dynamics and this can be a source of support
and strain for some of these mothers.
Sarina noted,
The family being the extended family as well, it does not include just us alone.
Your family‟s happiness is your happiness and their sorrows are your sorrows.
You try to help and do whatever you can do. As an Indian mother you are
responsible for all of that.
Jasmine‟s experience with the extended family also ties in with the cultural
component. She reported,
My husband‟s parents are very traditional Indian people. So they do all kinds of
cultural things that I‟ve never heard of, much less did when I was growing up. So
they now want to do that for my son. Sometimes I‟ve felt like I didn‟t have a
voice. That is just what they do. I would be the one that would be looked bad,
because it‟s what they culturally do. And I don‟t want to voice my objection. I
sometimes feel a little restricted based on the family. You want to make everyone
happy, right? So even if that means I have to sacrifice my own happiness for
someone else‟s happiness… even if it is my own direct kid. I felt like I couldn‟t
say anything because they were really excited about it. This was some kind of
traditional thing. It happens and you get over it and go on.
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In regards to family, several mothers indicated that the traditional Indian woman‟s
mentality is to think of everything as “we”. After the woman gets married and has
children, there no longer exists a need for individuality.
Geeta stated,
And as an Indian woman, I think when we get married, we have been told that
there is no “I”. When motherhood comes into the cards it is always “we”. So
anything we do, it‟s always “we”. There is no “I” in my relationships in my
family. In my family it‟s all “we”. Whatever is planning it‟s “we”. We will go
there, we will do this, not I. There is no “I” anymore.
Asha reflected,
I know one major difference between being an American mother or an Indian
mother is you definitely put more work into raising children. There is no “you”
time or “husband and you” time. After your children come, you basically have to
make it understood that it‟s over with that single, me and you; it‟s over. It‟s all
about your children. But I really think that mentality has to change a little bit. I
think that causes a lot of issues between husbands and wives. I know we make it
a point to go out at least once a month, together, on our own.
Pinky stated,
Whenever we go out, we are supposed to take the baby. There are no babysitters.
Wherever we go, we take the kids.
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Priya commented,
And Indian women don‟t take advantage of some resources that are available to
them. They would never leave a child to a babysitter, or rarely, to go see a movie,
or go on vacation or to go to a party or to the spa. They think twice or three times
before they do that.
Awareness of Indian children with autism. After the initial two questions
regarding motherhood and personal experiences in motherhood were completed, the next
set of questions in the interview dealt with autism within the context of the Indian culture.
First the mothers were asked to define autism; most mothers vaguely indicated that
autism was a disorder that resulted in emotional and/or social deficits, and a few of the
mothers were unsure or did not know, and even fewer mothers had another explanation
such as autism being a disorder similar to Attention Deficit Hyperactivity Disorder.
Figure 1 provides further percentage data on the mothers‟ definitions of autism.

Participants' Definition of Autism
0.09%
18%

Emotional and/or
Social Deficits
Unsure/Did Not
Know
72.70%

Figure 1. Participants‟ Definition of Autism.

Other
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Direct vs. indirect exposure to autism. When mothers were questioned about their
awareness of other Indian children with special needs, particularly autism, only a few
mothers had a direct exposure to an Indian child with autism. Direct exposure indicates
that the mother has a child with autism or that an immediate family member has autism.
Radhika shared,
At two years of age, my son was diagnosed with autism and I felt like my world
shattered. I finally had a name for what was wrong with him, but I didn‟t know
much about the disorder at the time, but I knew it was bad.
Harsha stated,
My brother is autistic. I have a nephew, two nephews actually, but one family
doesn‟t accept it and don‟t want us to even talk about it. My other sister-in-law
accepts her son and seeks out help for him.
Most of the mothers reported that they knew indirectly of an Indian child with
special needs. These mothers knew the children via colleagues or acquaintances from
their respective places of employment, worship or cultural gatherings. Many of these
mothers indicating indirect exposure were referring to an Indian child that had autism or
to an Indian child that the mother suspected had autism. Figure 2 illustrates the type of
autism exposure the participant possessed.
Deepa reported,
There are a couple of kids that I think might be. They‟re not diagnosed, but just
me watching them, I think there might be something. The one specific that I‟m
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talking about is my daughter‟s age and she just doesn‟t speak, make eye contact,
those kinds of things. And I really want to see her get some kind of services, but I
don‟t think the parents really do anything.
Pinky was very hesitant in answering the question about children with special
needs. After she had received clarification and assurance that the primary investigator
was not asking about Pinky‟s own children, but of other Indian children with special
needs, she stated,
One of my co-workers, her son has autism. So he is, I think, 11 years old. When
he was born, they didn‟t find the baby has autism. When the baby was 2 years old
they find out he has the problem. Then her life entirely changed.

Type of Exposure to an Indian Child with
Special Needs

27.3%
Direct Exposure
72.7%

Indirect Exposure

Figure 2. Type of Exposure to an Indian Child with Special Needs
Societal awareness. Some of the mothers felt that there was a lack of awareness
regarding autism within the Indian society. Sarina shared information that despite her
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medical training and background, she was not aware of autism when her son was
diagnosed.
Sarina stated,
Even though I am a nurse, I didn‟t know much about autism. I studied in India
and I maybe saw one child or something. But it was not an area that I had to
focus on. So when it happened to me, I was actually in denial, you know. I don‟t
know. But finally the doctors had given the diagnosis and we had to deal with it.
It was hard at first.
Pinky also stated,
When I was in India, even in nursing school, I didn‟t know about autism. It was
when I came here and I studied for the RN exam, I studied what is autism.
Deepa shared,
I also think that maybe Indian people just don‟t know about this kind of stuff. I
mean, you really hear about this stuff with American society. I really haven‟t
truly heard about it in other countries. Its unfamiliarity and unawareness. And
there‟s also some fear with that. The parents don‟t really know, at least most
Indian parents, don‟t know about autism and what it is. They think of it as some
horrible disorder that has a very poor outcome in life.
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Deepa further noted
I do definitely think that being part of the Indian society makes it more difficult
because a lot of Indian people are not familiar with autism. I think if more Indian
people were kind of more educated there wouldn‟t be so much of a, “oh my
goodness what is that?” kind of reaction to every kid that behaves differently.
A few mothers felt that Indian people, due to their lack of awareness, may simply
blame a child‟s inappropriate social behaviors on a lack of discipline.
In Pinky‟s words,
I think that people from the Indian culture would think that it‟s because of not giving
the child enough addis (spankings) as a kid.
Similarly Deepa stated,
Also I think in the Indian society, the initial reaction to kids behaving
inappropriately is considered to be a lack of discipline on the parents‟ part. But
some of the autistic symptoms are running, the flapping and some of the older
generation would think - just give him a good spanking and he‟ll be okay. That‟ll
take care of it. Whereas we know that‟s not going to solve anything.
From her own first hand experiences, Radhika described,
People are just too quick to judge. They would judge me as an unfit mother who
could not control her child. I wasn‟t disciplining him properly. And they would
judge my son as being a “bad ki”
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Acceptance of autism within the Indian society. In addition to the responses
regarding awareness, several of the mothers indicated that there is a lack of acceptance
among the general Indian population when it comes to children with autism and other
special needs.
In Deepa‟s words
There‟s the constant staring and the whispers of what‟s wrong with the child.
Again a lot of it is because things are swept under the rug. You won‟t hear about
it as often or see it. They don‟t even talk about it.
Deepa elaborated,
A lot of Indian parents like to push it under the rug. Because there‟s a stigma to
having some sort of disability like that. They don‟t want to admit it.
Harsha noted,
No one wants, in our minds, Indian minds; it‟s like a shame on the family. I don‟t
know what they feel. But I know the more closely you are tied to the Indian
community you tend to deny having any special needs requirements in your
family.
Meena commented,
I think there is a huge stigma. I think in our culture its look upon like something
is wrong with you and then people kind of talk about you or kind of isolate from
you. You‟re put in a whole different category.
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Rachel shared,
I‟ve known these two girls through my husband and I had no idea that they even
had a brother. Their family is actually kind of just – hidden. He was very hidden.
Actually they decided to keep the child in India and they came here. I think they
did that because I really think they didn‟t know how to handle him – with such
special needs. I was shocked when I heard their brother passed away. They
provided a caretaker for the child. I don‟t think in our community it‟s very well
accepted. People don‟t know how to accept it or how to look upon it. I really
don‟t hear about it a lot. And if you do, I really don‟t know a lot of people who
maybe have children that might be going to a special ed school, etc.
Generational differences in acceptance. Many mothers also indicated that there is
a generational difference in acceptance. Many mothers felt that the older Indian
generation is less likely to be accepting of differences and/or special needs, but the
younger Indian generation will be more open and supportive of families with special
needs children.
Meena described,
I think in our Indian community, I think that people who are brought up here and
then have children of their own are more open-minded and more accepting. And
also more willing to get help and find resources to get their child help. I think
people who are more traditional thinking are going to be more reluctant.
In Geeta recalled,
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I think the younger generation is more aware and accepting. I went to India two
years ago and I found a couple people. When I went five years ago, I didn‟t see
anyone. So I was like, wow, suddenly there‟s an increase in autistic kids here too!
Geeta further stated,
I think it‟s a thing that the joint family, you know your parents and grandparents
are still in the same house, and they may say, “Oh no keep them away. Keep it
private!” They are the ones with the stigma thing. I think the younger generation
is pretty open now.
In Rachel‟s words,
It‟s certain people in our community, more like our parents‟ generation. I think
that our generation would be more accepting of it. You know, we‟ve gone to
school here; we know what it is; we‟ve heard about it. I think that our parents‟
generation would be more like… consider it as a topic of conversation - you know
talk about what happened or say it runs in the family or some uncle had it and no
one knew about it. Something like that. But I think our generation, our friends
would be like… I don‟t think they would be like, that‟s a shame, it would be more
like, “Oh there are a lot of programs you can get your child into.”
Resistance to seek help. Many mothers also openly shared their thoughts and
opinions regarding reasons why Indian parents are resistant to seek out help when they
see a delay in their child‟s functioning. Once again, mothers discussed the lack of
awareness regarding autism as a source of reluctance to seeking out help.
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Meena felt,
I think that with parents who are born and brought up in India and come here and
have kids; I don‟t think they even know where to go to get resources.
Radhika expressed her disappointment in the fact that Indian families do not tap the
resources that are available to them. In Radhika‟s words,
I feel that there are a lot of Indian kids out there that would benefit from the
support and resources that are available, especially in a country such as the U.S.
It‟s a real shame that it is not utilized.
Denial or reluctance to admit. Another thought that the mothers felt what was
preventing Indian families from seeking help was that the family was in denial of the
situation or were reluctant to admit that there was a problem.
Jasmine shared,
I think that most Indian parents would be in denial.
Jasmine further commented,
I honestly think that Indians have this perception that their kids have to be smart,
top of their class, so to think that your child might have an issue or mental
disability, a mother would be in denial. “There‟s no way my child would have
that kind of problem. He‟s just slow… I have to make him work harder” and
they‟re really not realizing that there may be a real issue that needs to be dealt
with.
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Pinky stated,
Some people will say that some kids are very hyper or slow and Indian people
will say “it‟s okay, she is just slow or shy. When she turns 10, she‟ll be fine”. So
they are thinking like that.
Harsha disclosed,
Well I think in our culture we don‟t accept that anything like this can happen in
our families. Like my sister-in-law, when her son was young, he had the same
type of symptoms that my brother did. I would point them out and told my sisterin-law to please get him tested. She didn‟t speak to me for many months because
I dared say something like that.
Harsha continued,
I think for those kinds of reasons people try to avoid trying to find out. Clearly
some people are in denial that there is anything wrong. I think that‟s for their own
security. So that they won‟t be shunned or looked down upon differently or
talked about.
Deepa commented,
A lot of Indian parents like to push it under the rug. Because there‟s a stigma to
having some sort of disability like that. They don‟t want to admit it.
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Deepa further noted,
Well they don‟t want their kids to be looked at like something‟s wrong with them.
Which is sad, because with something like autism the more therapies you get the
more better off you are. So to me this little girl, the quicker they get services the
more improvement she would make. So it‟s sad to me that they don‟t do
anything. But again, it goes undiagnosed because they don‟t want to admit that
there‟s something wrong.
Geeta stated,
It is coming out, but there is, well if you know Indians, they will be in total denial
forever! They are not going to accept things like that. People don‟t want to come
out and accept things. It‟s denial. Oh, there‟s nothing wrong, he‟s just a typical
boy. They try to cover it up.
Geeta continued,
You know how Indian people are… “Don‟t tell anyone; don‟t talk about it.” Even
with a simple thing like a divorce is a stigma. No, no, no, we don‟t divorce. But I
think it‟s all about education. Depending on how educated you are… like my
grandparents and the like… I belong to Maharashtra, the state in India; all of
those people are simple people; they don‟t want to be labeled; they don‟t want to
come out of their shell. They just want to be happy in their little life.
Radhika reflected on her own experience,
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My husband and I secretly hoped that it was not true and he would outgrow
whatever he was going through. We kept his diagnosis a secret from the rest of
our family and friends for more than three years. It became obvious to us that he
was not going to “outgrow” this and it became obvious to others that he was
different.
Sarina, speaking of her own experiences, offered,
Every mom wants their child to be normal, so you try to ignore it. Then there
comes a point where you can no longer deny it anymore. So some people try to
hide it, but some people are also not there yet to understand that it is a disease and
there is help. So that social stigma is still there. That‟s one of the major
drawbacks; people do not feel that they can come forward and get the help that
they need.
Shame. Several mothers also indicated that there may be a certain level of shame
associated with the resistance to seek out help.
Radhika shared,
I think Indian children with special needs are harder for their parents to manage
because of the reluctance to seek out help. I feel that Indian children with special
needs are not exposed to things that would benefit them. The parents tend to keep
them closed or isolated from the rest of the world. Part as a way to protect them
and part as a way to protect themselves from perceived shame.
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Asha stated,
I think people go undiagnosed because people are ashamed of it. I think, in
general, Indians tend to, when there‟s a problem; they don‟t want it to be known
that there is a problem. For instance, if a family has marital problems, an Indian
family would not go for counseling. Because they are embarrassed. They don‟t
want to admit there‟s something wrong. So I think one of the reasons why so
many are undiagnosed is because of embarrassment. They don‟t want anyone to
know their family issues.
Family image. In addition to shame, there was also a notion of affecting or
tarnishing the family image. It is as if a child with autism or any special needs would
negatively impact the image that the family is trying to portray to the world.
Pinky indicated,
Maybe people are also ashamed. They don‟t want to tell that their family has
some problem. It‟ll affect the image of the family. If I was in India, and my kids
have some problem, I wouldn‟t tell anyone. When they grow up and it comes to
marriages, they won‟t get good proposals.
Pinky further stated, as she gazed at her two-year old daughter,
All the family will avoid her because of this. Even here, in the Indian culture, it‟s
hard.
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Deepa felt,
It‟s also like a thing about if they see it, then others will see it too. Then there‟s
shame with that, because that‟s what the Indian culture is about. Well growing up
– it‟s all about shame. What will others think? Everything is about what will
others think? You don‟t want to embarrass us, what will others think?
Everything – you talk to that boy, what will others think? I just think that the
Indian culture is just very concerned with perceptions. Everyone is happy;
everyone is smart; everybody is… you know they grow up, get an education, get a
job, get married, have kids, go to church, raise their kids, etc, etc and that‟s how it
should be and when something happens to veer them off that path, then it‟s…
wait a minute, what will others think?
Social/cultural stigma. Several mothers strongly indicated that there exists a
social or cultural stigma that is associated with autism and therefore this stigma will
prevent families from seeking out help.
Radhika spoke of her own experiences in taking her son out,
Definitely much harder because of the social and cultural stigma attached with
autism in our community. I would say my own life has been much harder due to
the stares and whispers I have to endure when I go out to an Indian function with
my son.
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Radhika further stated,
It was hard enough when his behaviors were uncontrollable when we were at
home, behind closed doors. But in public, it was too hard for me to see how
people were staring at him and me.
Harsha also recalled of experiences with her brother,
When it is within our community and we would take him somewhere, people
would literally make a room around him. No one would come near him, as if they
would catch something from him. So my parents stopped taking him to any
Indian gathering.
Harsha continued,
If you are not close knit to the community, it‟ll be just like any other mom here
who has become involved in special ed. and ensuring your child gets all the
services that they need. But if you are involved in the Indian community, they
don‟t want to acknowledge and they will try to shy away from it.
Priya said,
If I were to be truly reflective of my own, the way I am. You know I have a
cousin who is blind and I wonder if I treat her differently than my other cousins
who are “normal”. I think I do. I talk to her differently. I talk to her as if she
were a child, even though she is older than my oldest child. I‟m not involved in
her life as much as I am in the others‟ lives. I don‟t think that… whatever the
reason, there is a difference and to me that is a stigma. So it‟s not intended in a
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mean sense. I don‟t think I do it in a mean sense. I‟m sure some people can be
downright mean and unaccepting. But nevertheless, whatever the difference in
treatment, there is a difference and that‟s part of the stigma.
Priya later stated,
The boy that I know with autism, even I have a tendency to look because his
behaviors are so different. So for that reason I think the stigma would be greater
for the mother with a child who has autism because people, like if you are out in
public, might tend to focus on him or stare because he‟s strange or weird. That‟s
maybe what people are thinking. That has to be hard for the parent.
Life for an Indian mother who has a child with autism. When the mothers were
asked about their thoughts on what life would be like for an Indian mother to have a child
with autism, an overwhelming majority stated that life for the Indian mother would be
difficult. The majority of the mothers had only indirect exposure to an Indian child with
autism. This indicates the fact that these mothers had minimal interaction with these
children. Thus, from an outsider‟s perspective, all of the mothers with indirect exposure
to Indian children with autism hypothesized that life would be difficult for an Indian
mother with a child who has autism.
In Priya‟s words,
Life would be very, very difficult. One, because there is a lack of knowledge
about the condition and a lack of knowledge about the resources available to help
with the condition. Two, because of the social stigma involved, not only in the
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community, in the family itself. And then the third, the day to day difficulties to
care for a child like that.
Asha stated,
I think that if it were me, being an Indian woman who grew up in America, {and}
have a child that had a problem, regardless of whether I had support, life would be
hard.
Jasmine reported,
It changes completely. You have to work harder with this child to get him or her
further in life. Like everything, I would think the child would need a lot more
attention because of the special needs.
Personal experience. The mothers that had direct exposure to an Indian child with
autism described some of their own personal experiences that would be just a mere
snapshot of the difficulties that they have had to face.
In Radhika‟s words,
People have told me that having my son was a mistake and that I would have been
better off to just have had my younger son. Hearing such words have felt like a
stab to my heart. However deep down, I know that I have thought the same thing
myself at times.
Radhika also stated,
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There have been times, when I felt like I was losing my mind. It was just too
much! I, as a mother, felt very inadequate. I didn‟t know how to take care of this
child and was embarrassed to admit that I was overwhelmed and needed help.
Sarina expressed,
So I have started to appreciate the little things that God has given me in this life. I
have become more patient and more giving. Like I had said earlier, my life
changed completely after having my son. Such a change is not something that
one can be prepared for.
Sarina also described,
I‟m not able to do normal stuff that I would do, if I did not have him. That is one
of the major things, which really affects me a lot. There are so many things that
are happening in your life. Because of him… I want him to be there too. That is
very hard.
Harsha discussed the difficulties her mother has faced when trying to find play dates and
friendships for her brother. In Harsha‟s words,
So basically my mother has been trying to find friends for him and that‟s been
hard for her. She is still working. So my father is the main caretaker for my
brother. For my father, taking him here or taking him there was too much. Even
when he goes to after-school activities with my brother, he doesn‟t interact with
other parents. So that became a contention. You can get information from other
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parents. You can get play dates and other things. So when I was home with my
own kids, I would take my brother here and there and make play dates for me.
Difficulty and struggles that both mother and child face. Mothers with indirect
exposure also expressed the difficulty of arranging play dates and other forms of social
interaction and stimulation for the child.
Rachel conveyed,
I think the day to day life of an Indian mother would vary, based on the child. I
know that there are different severity levels. I think that if it was to get out in the
community. You know going out, having playmates and play dates for the kids. I
think the mom would have some issues with trying to get him out and interact
with other kids.
Priya indicated,
In terms of day to day care I can imagine it to be very, very hard. One because,
even in the best of situations with the best support systems, I‟m sure it‟s hard to
raise a child with autism. So if you don‟t have the support system in place... I‟m
sure no one‟s going out of their way to call her and arrange a play date with her
child. So she probably will feel like she‟s always on for his every need and every
source of entertainment.
Social isolation. Several mothers indicated that the life of an Indian mother with
a child that has autism would change because she would be more likely to experience
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social isolation.
Radhika spoke of her own experiences,
I felt socially isolated. My other friends who had children were getting together
with their children. At first, I was invited and would attend. After several
uncomfortable experiences, the invitations became less frequent and I would
attend even less often. It can be a very isolating situation. Particularly for Indian
mothers.
Pinky stated,
Especially when the kids have problems, the mother is going to take care of the
kids. Some fathers, but 90% mothers will take care of the kids, saying that‟s my
baby. I think she sacrifices more than the dad. If the family has a function, she
can‟t take the kid over there, the problematic kid. So she cannot go to that. And
she cannot have any function at her house.
Pinky further stated,
Whenever she takes the child to another place, even the mall, people are looking
at her and the child.
Jasmine felt,
I think life would also change for the mother socially too. Just like family, her
friends may also start treating her differently because they don‟t know what to do.
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Social comparisons. Several mothers indicated that life would change for an
Indian mother with a child who has autism in regards to having to constantly deal with
social comparisons.
Priya conveyed,
I think Indian people are very competitive about everything, including children.
So having a child that is anything less than “perfect” would be something that is
looked down upon. People are just not as accepting as they could be of special
needs children.
Rachel expressed,
In our community, I see it all the time - kids are compared to each other. You
know, cousins are always compared to each other, etc. It‟s so and so are doing
this in school, their mom told me they‟re doing this, they‟re doing that. Even in
our church, kids of the same age, you hear parents talking and in that sense, you
as a mother will feel that your child is always being compared or cannot be
compared to other children. If you‟re child has autism, you can‟t do that.
Meena stated,
I think in our community everyone is so geared towards education, learning,
going to the next level, going to college, graduating with a great degree. So I
think that if you had a child who had that kind of special needs, I don‟t know how
accepted that would be in the community. A mother would have a difficult time
seeing that her child cannot do what typical children can do.
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In Jasmine‟s words,
I would think that when you see all the other kids doing really well and
achieving all of these goals and all these top grades and what not and getting
to top colleges and great careers and you have this kid who‟s autistic and can
never achieve, or might not achieve something like that. You cannot help but
compare to the rest of the kids. And people in the Indian society won‟t help
either, by saying “oh well her kid is autistic and he won‟t be able to do
anything.”
This idea of social comparisons, particularly academic and achievement-oriented
comparisons was indicated by mothers with indirect exposure to Indian children with
autism. None of the mothers with direct exposure elicited responses that indicated they
have experienced such comparisons. But rather, one mother with direct exposure
emphasized and described the progresses that her child has made.
Sarina conveyed,
He has come a long way. At first he couldn‟t eat and there were so many
disabilities, like so much sensitivity. We couldn‟t take him anywhere. Still we
have those problems, but he has started to chew on food. He is almost potty
trained. So every little step has helped. He has started to play with his sister,
most of the time he does. Before even if she talks also, it was very difficult,
because of the sound, he was very sensitive. He couldn‟t play and keep eye
contact with people. But know, he is learning. He is able to get along with
people, follow his schedules and doing much, much better. Also with the doctor‟s
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help and God‟s grace and my family, he has come a long way. He is not like
before. It‟s small steps. We are able to go to Chuck E.Cheese, drive in a car, go
to our families‟ houses… go to India! That was a huge thing! He is able to
understand us a little also, like when you are mad, you know little things. He
knows when to be silly and when not to be silly. So he‟s recognizing little stuff. I
think he has made big progress from when he was first diagnosed at 2.5 years. He
is now 7. He has come a long way.
Priya, a mother with indirect exposure, poignantly described the feelings that a mother
might experience. She stated,
So your life, you know; you have children and you have all these hopes and
dreams. You visualize them developing in a certain way, they are going to grade
school; they are going to succeed in high school; they are going to go to college
and higher studies and get an education. They are going to get married and have
children. These are the normal dreams that parents, mothers have for their
children when they have them. When you have a child with autism, you know
that a lot of that is very unlikely to happen. So I guess you don‟t know what you
are hoping for that child? What do you look forward to? Which must be hard to
come to terms with internally.
Marital discord. Many mothers indicated that there would some degree of marital
discord between husband and wife as a result of having a child with autism.
Radhika stated of her own experiences,
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My husband did not receive as much scrutiny as I did, which really bothered me.
The earlier years really took a toll on our relationship. It was really hard to
maintain a marriage as you are going through an emotional roller coaster.

Radhika continued,
I was even resentful of my husband. To me it felt like his life didn‟t change that
much. I was the one who was doing all the care for our son, in addition to all my
other responsibilities. At times, I felt that he would scrutinize me if our son was
not behaving appropriately.
Harsha, speaking of her parents‟ relationship indicated,
You know thinking about my parents, I know that their relationship also changed.
They have had a lot of difficulties. The difficulties stem from blame. You know,
the blame game. Maybe it‟s your family, maybe it‟s in your family, maybe it‟s
because you don‟t do this or do that. In the beginning it was this blame game then
it became how to raise the child. My mother was like, we have these tools and we
need to utilize them and there was no support from my father
Harsha further conveyed,
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My father is more old school thinking, like how could this happen? He doesn‟t
need all of this; he‟s not going to amount to anything. And we were all saying
that he needs this; he needs to go here and do this. He can do this!
Harsha also stated,
My father‟s philosophy is, “I will do everything for my son; if he doesn‟t want to
go to school, he doesn‟t go to school. If he wants to watch this movie, he‟ll watch
it.” There are no rules or restrictions… he doesn‟t need those rules or restrictions.
So in short, my mom has not had that support from her husband. In that way, it
has been difficult. So I have been playing that role of support for her. So all of
that has caused a lot of marital strife!
Asha communicated,
In an Indian husband and wife relationship, traditionally, the wife is basically
meant to take care of the children. So if the husband doesn‟t step up to the plate,
it creates resentment because the wife needs that support.
Pinky replied,
I know my husband would help me. But I know some fathers would not take care
of the child. Some fathers will avoid the kids if there is something wrong.
Jasmine remarked,
I think also that tensions would increase at home between mother and her
husband. I mean when you have a child who is having special needs, it takes a
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strain on you and your relationship with your spouse. You‟re both frustrated.
You don‟t know what to do to figure out what this kid needs.
Meena noted,
The strain it puts on a marriage… I think in our society it‟s the mom doing it on
her own. And the guy is not visible. For whatever reason, in his mind, he
alienates himself, or he‟s in denial or he cannot accept that he has a child with
something wrong.
Meena additionally stated,
If the mother doesn‟t have the support there is going to be resentment.
Familial reactions and interactions. Quite a few mothers described an Indian
mother‟s life altering because of familial reactions to a child with autism.
Deepa explained,
I think it would be hard. She would have to, first of all, explain to her family and
all these other people what the child has. And depending on the severity of the
child, she would always have to apologize for the child‟s behavior. So explaining
that to the in-laws and other people, you know, getting people aware and more
used to it is going to make her life more difficult than what it was.
Jasmine stated,
You could have the family members who are all up in your business or you‟ll
have parents who would be like “ooohhh”, and won‟t want to have anything to do
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with that. Well maybe not necessarily anything to do with the family, but maybe
not as involved in that child‟s life because they don‟t know how to deal with it
themselves.
Jasmine elaborated,
They wouldn‟t know how to deal with it. So maybe, I mean just to give the
parent a break, the family may be scared to have the child by themselves because
they don‟t know how to care for the child. They don‟t know how to deal with it.
Priya pondered,
I don‟t know if it‟s only Indian families, but definitely in Indian families, I think
there is a difference in the way, even the immediate family members, they treat
the child and therefore by extension, you, in how they do provide support. There
may be some finger pointing and just lack of support. And some people can be
just downright mean, if they don‟t have the perfect grandchild they might not be
as welcoming or accepting.
I mean it happens sometimes with adopted children. Where the immediate family
members are not as accepting as they would if the child was genetically linked.
Part of it could be that they feel that they cannot connect to that child as much as
they could if that child did not have autism. It could be lack of knowledge on
how to behave with that child, how to be with that child. Lack of awareness of
how they can be of help, even if there‟s a desire to help.
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Radhika described her own familial reactions when she and her husband disclosed their
son‟s diagnosis. Radhika stated,
When we finally disclosed my son‟s diagnosis, my in-laws had even expressed
regret in arranging their son‟s marriage with me. In their minds, their son would
not have to endure such a fate, if it wasn‟t for me. This is just the way they think.
Radhika further conveyed,
They have kept a distance from my older son. I do not think they do this with
malicious intent. I feel that they are not aware of how to deal with him. How to
interact with him. Sometimes, they, as well as my own parents, behave as if my
youngest child is their only grandchild. It‟s really hard to see thing. As a mother
it‟s just devastating to see your child being ignored, particularly, by family, the
people who are supposed to love and accept you for the way that you are.
Etiology of autism. When mothers were asked their thoughts on the reasons why
a disorder such as autism would happen to a child, many different ideas and thoughts
were conveyed.
Vaccinations. Several mothers discussed their thoughts regarding the notion of
vaccinations as a possible cause.
Rachel stated,
I know there are a lot of speculations over a genetic thing that could have caused
it. And now I know there‟s a lot of environmental factors play a factor. But I
really don‟t know. I know a lot of people speculate. I do think it‟s environmental
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factors. I mean the whole vaccine thing… I don‟t know. I‟d like to say it‟s not
that. I vaccinate my child and people who say that I shouldn‟t make me nervous.
But I‟m like I‟d rather have him not die from measles than have autism.
Harsha stated,
So having a brother with autism, when I had my children, I was by the book,
developmental wise! I was making sure that they were progressing. My oldest
son was not speaking 20 words at this particular age and I immediately took him
and got him tested to make sure. He was in an early intervention program where
he was able to work on his speech. Also at that time, it was also a concern of the
MMR causing autism or not. So I did refuse that for both my children. I was
very diligent of that.
Priya commented,
Some people think autism can be caused by vaccinations.
Radhika felt that she needed to blame something when her son was diagnosed and stated,
I now know and accept that this disorder occurred due to biological reasons. It
took me a long time to accept this. Initially, I wanted to blame something else –
like vaccinations.
Jasmine commented,
You always hear statistics about things saying that it has something to do with
immunizations that kids get. But I think that‟s not really the case. I guess that‟s
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my personal opinion. I really don‟t think that it‟s because of those shots that we
all got as children.
Biological/Genetic factors. Many mothers also indicated that there may be some
genetic component involved in autism.
Rachel indicated,
I think Indian people would think that it was more attributed to genetics. I think
people would say “oh such and such had it in the family.” I think that autism in
our community, they would say that someone in the family would have it.
Asha explained,
I definitely think it‟s hereditary. The only reason why I say that is because on my
mother‟s side of the family there is one child in almost every family that has some
kind of social skill problem.
Geeta stated,
I think it‟s genetics – but I don‟t know what the real cause is. My friend‟s son, in
the family, there are two other kids that have autism, so I really think that genetics
has something to do with it. But in this family, they say that no one else has such
a problem. They won‟t talk about the other kids.
Radhika spoke of her own experiences,
We both, at first thought that this must have been a result of some misdeed that
had been committed. But then we realized that we shouldn‟t think this way. We
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are educated people who know better. So after a lot of research and prayer, I have
accepted that it is a biological cause to his disorder. There are still people who
will say that this happened to my son because of vaccinations when he was a
baby. Once we were at a party and my son was having a moment. An elderly
woman at the party was explaining his behavior to another woman. She was
talking about how my son had a bad reaction to a vaccination when he was a
baby. I tried to explain and educate these women. Which ended up being worse,
because after I was done, they had accused me of having “bad genes.”
Radhika further elaborated,
When you mention a genetic reason for something, the obvious assumption is that
your genes are bad or tainted. And thus people will avoid you and your family
members for prospective marriage proposals. I realize that in the future my son
will have a difficult time finding a spouse, if at all possible. What breaks my
heart is that my younger son, who does not have autism, will also suffer the same
difficulty because other Indian families will consider our genes to be bad.
Irrelevance of causation. A few mothers indicated that whatever the cause may
be, the goal should be to move forward, rather than persevere in finding out the reason for
the disorder.
Sarina commented,
There are some studies saying it is genetic and could pass through genes. But in
our family we didn‟t have anybody. I just don‟t know. But since it already
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happened, I would rather not even think about why it happened or find a cause.
Rather do what I need to do now and go forward.
Jasmine indicated,
I mean if it‟s hereditary and no one knew about it back in the day and we have a
label now. That‟s what I‟d like to think. I mean if it happens, it happens. There‟s
really no point in trying to figure out why at that point.
Notion of karma. Several mothers indicated that other people may attribute the
occurrence of autism as a result of bad karma. None of the mothers stated that they
themselves believe that autism occurs solely as a result of karma. However, mothers that
have children with autism, at one point in time, admitted to have reflected on this
thought.
Radhika recalled,
I questioned about what I had done to have my son suffer such a punishment. It
was really difficult for me and my husband. We both, at first, thought that this
must have been a result of some misdeed that we have committed. But then we
realized that we shouldn‟t think this way. We are educated people who know
better.
Sarina remembered,
However, other people might think, even I had thought, that maybe it was
whatever I did in the past, some problems in the past. It is like a punishment from
God, something like that. At first I had thought that. I just didn‟t know why this
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was happening to me. And mostly in Indian community, people do think like
that. You know bad things happen to bad people.
Asha stated,
I think some less educated Indian people may think that the family did this or they
weren‟t good. Something bad happened in a previous family and it just carried
down. It‟s like a curse put on the family.
Asha further elaborated,
I think that in general, being Christian or Hindu, just being Indian… the Indian
mindset… the karma thing. So if you do bad then bad will come on to your
family. If you do good, good will come to your family. So I‟m thinking that
people who know something about the family may take a certain incident that
someone did and say “Oh because that guy did this, look what happened to his
grandchild or child.” I know my grandparents truly believe that because my uncle
was not an easy child – to them he was not an easy child because they didn‟t
know how to handle someone who had aspergers – and I‟m not diagnosing him,
but I‟m telling you, knowing what I know, that‟s what I think he has. And as a
child with that and having two parents who are not educated and have no idea
about disorders like this – he‟s just being disobedient. So to them, they believe he
was such a horrendous child, look at the type of child that God gave him.
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Deepa stated,
I guess people would also think of things like karma. Maybe the mother or
someone in the family did something bad. They do say that, I mean I know; in
my husband‟s family, my sister-in-law is MR and they always have this notion
that that happened to her because some appachan (forefather) did something to
somebody. And again, I think that‟s obviously a bunch of malarkey, but I have
heard things like that. When something – diseases, accidents, whatever – some
people, especially Indians, think it‟s some kind of bad karma. What goes around
comes around.
Geeta indicated,
Also there‟s a notion of karma – good karma brings in good results. We have this
one teacher in the school and her husband is a real jerk and he‟s now in the
hospital. And my thought is he‟s been really bad to her and now he‟s in the
hospital – karma is there! I don‟t know if that plays in with autism. But I‟m sure
there are a lot of Indian people who do buy into that thought.
Priya remarked,
Then there are others who think that it could be because the mother did something
wrong. Or someone in the family. Well particularly the mother.
Priya further stated,
Like when something bad happens people, some people, say it‟s because that
person did something wrong. And it‟s not only have an autistic child, but
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anything bad happens, people will say “Oh you must have sinned or did
something wrong and that‟s why this is happening to you.”
Pinky expressed,
Also, we are Indian, so I think of karma. If you do good, good will come to you.
If you do bad, then bad things will happen to you. Especially in South India,
people think that bad things happen because the mother and father have done
something wrong. In my nursing field studies, I kept seeing people saying that
when a baby was sick. Everyone will tell people because they did this, that‟s why
the baby was sick. And the family would have to go to the temple and make an
offering and everything will be okay. They have all kinds of rituals to make
things better.
Placing blame. In addition to responding to the etiology of autism, many mothers
indicated that there would be some blame placed on the mother by the extended family.
In Asha‟s words,
I also think that in some families the blame is placed more on the wife than the
husband. In an Indian family, typically, that may be the case. Even in this day
and age, an Indian family that cannot produce a son, the blame is put on the wife.
When we know that scientifically that‟s not possible.
Asha further remarked,
In –laws would definitely put the blame on the mother for producing a child who
is not normal. Definitely.
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Deepa offered,
I‟m sure they would think that the mother did something or ate something, you
know how they are. The blame would be on the mother. What did she do while
she was pregnant that made the baby that way.
Jasmine stated,
I think all mothers would feel a sense of blame, but for Indians I think maybe
there‟s a little bit more to that. I think that an Indian mother would feel more
blame, and more blame would be placed on her from others, such as mother-inlaws. I think that‟s all part of the cultural thing.
Pinky commented,
The in-laws also sometimes – I know one family in India where the kids have
some problem, the in-laws say it‟s because of her mistake. They say “our family
doesn‟t have anything like this. So it‟s must be from the girl‟s family. That‟s why
the kid has the problem.” You know genes.
Pinky added,
In our culture people may say that, again, in the husband‟s family everything is
okay; it may be the mother‟s family. My sister-in-law‟s oldest son doesn‟t speak
and everyone says it‟s because of her brother. Because her brother doesn‟t speak
so much, he doesn‟t mingle, etc. I‟ve overheard my husband and my mother-inlaw saying that the child‟s lack of speaking could be because of her family‟s fault.
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Mothers who have direct exposure to an Indian child with autism spoke about
their own experiences regarding blame placement.
Harsha recalled,
My father and mother have had a lot of difficulties. The difficulties stem from
blame. You know, the blame game – maybe it‟s your family, maybe it‟s in your
genes, maybe it‟s because you don‟t do this or do that.
Radhika reported,
When we finally disclosed my son‟s diagnosis, my in-laws had even expressed
regret in arranging their son‟s marriage with me. In their minds, their son would
not have to endure such a fate, if it wasn‟t for me. This is just the way they think.
A few mothers felt that there would naturally be a certain amount of self-blame if
a child was not typically developing.
Jasmine stated,
Like the mother did something when she was pregnant. She ate something or
didn‟t eat something. It‟s more…I would think that the burden would be on me.
Because I‟m the one who carried the child, right? I would feel like, ugh, maybe I
didn‟t have enough nutrition, I ate too much junk. I should have had more
vegetables. You know you start picking on things; maybe it‟s was this that I did.
You start think it‟s you. You don‟t think that your husband… well that‟s the other
thing. You might think that your husband secretly is blaming you and he‟s just
not saying it.
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Meena also stated,
I‟m sure that any person with a special needs child will blame themselves. You
know I shouldn‟t have done that or I should have done that. There are so many
things that you begin to second guess.
Moving forward. When mothers were asked about what should be done or what
can be done to support Indian mothers with a child who has autism, all the mothers
suggested various ways in which support can be provided.
Increase in tolerance and acceptance. Most mothers indicated that there needs to
be greater education and increased awareness among the Indian society.
Deepa replied,
The problem is getting everyone educated. I mean, how do you do that? You
say something and everyone will just look at you and say “What are you talking
about?” Perhaps, handing out information that helps people understand what it
is. It‟s not something that you need to be ashamed of, or necessarily ruin the
person‟s life. It‟s something that can be dealt with and if dealt with properly it
can be improved. If you ignore it, nothing will change. But if you deal with it
that child can be a member of society, just like anyone else. But that awareness
needs to be there.
Asha stated,
The key is educating.
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Similarly Geeta replied,
Education is definitely needed.
Rachel offered,
I think, if anything, if we know a parent with a child with autism, I think we can
offer them support by letting them know, informing them of early intervention
programs, different specific special ed. programs that can help their child. I think,
not even with children with autism, I think education in our community is
important in general about children with special needs. I think it‟s very important
to just put it out there, even though people don‟t really talk about it. Just kind of
be like, if you have a child who was born with special needs – so be it, you can
get through.
Meena reflected,
Letting people know that there‟s nothing wrong with that. You know when they
say it takes a village to raise a child; it takes a village to raise a normal child. It
takes double to raise a child with special needs.
Many mothers made it evident that there needs to be an increase in tolerance and
acceptance not only of autism, but also of any kind of illness.
Meena commented,
There‟s so much stigma associated with any kind of illness within the Indian
community, I think that trying to let people know it‟s okay. They think that even
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if a person has a heart attack – they try to find fault with that – he was smoking or
not taking care of himself. I think people have to just be more accepting and
understanding. You have to accept things and go forward.
Priya stated,
Treat the children with love and as if you value them. It has to be painful for a
mother to watch their children being shunned or being treated different from other
children. So I would think, treating the children and also the mother with
openness and as normal as possible would be the best way to support.
Harsha explained,
Well our population is growing – autistic kids are now adults like my brother.
And there is more of him. There are so many more kids and I think parents need
to start thinking about the future of that child rather than being in denial. People
need to realize that it‟s okay – not every child is perfect and accept them for who
they are.
Providing support to the mother. Several mothers felt that offering support in the
form of providing information about or developing support groups, listening, offering
babysitting services or simply just listening would be the most beneficial way to help an
Indian mother with a child who has autism.
Deepa remarked,
My first thought was a support group.
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Asha offered,
Supporting the mother, I don‟t know, because we really don‟t know how many
children are going undiagnosed. I mean a support group would be great. Because
whenever you find out that someone else is going through the same thing, you
always feel that comfort that you can do it together and just feel like okay, I‟m not
the only one that has to deal with this hardship. So one way to support them is to
get a group going.
Geeta stated
Have a big support group. I would say we need a lot more support for these
mothers.
Harsha recalled,
With my mother we always needed an advocate. She was working; she was not
able to network with other mothers or people to find out about programs or certain
things at school. So a support system for her to talk to because no one else
understands what she‟s going through.
Priya suggested,
Offering babysitting services or time to provide the mother with some time alone,
assuming that she would take it/accept it.
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Jasmine replied,
The thought that comes to mind is that instead of stepping away when it happens,
I would think that that‟s the time when they need a friend the most. To help them
try to figure it out. Try to give them the time to step away from the situation so
that they can think things out. Meaning, that you give the mom a break. You
know every mom needs a break. I would think that a mom would need more of a
break when she has a child that is autistic. Just giving her the opportunity to have
some down time. A little babysitting, something like that. Or even coming over
and helping her. Just being a support. Not to make them feel like she‟s separate
or isolated because she has someone who is autistic.
Summary of descriptive findings. In summary, the majority of the women who
participated in this study indicated that they find motherhood to be a fulfilling and
rewarding experience. As Indian women, a majority of the mothers feel that they are
trying to balance two cultures when raising their own children. Many of these women
feel the pressure of cultural expectations that have been instilled in them by their own
parents. These expectations create conflict in their own personal parenting styles.
In regards to autism, the majority of the mothers have been exposed, either
directly or indirectly to other Indian children with autism. The participants have
expressed the fact that there is a significant lack of awareness regarding autism in the
Indian society. Narrative responses to the semi-structured interviews reveal that
participants believe that the life of an Indian mother would change after having a child
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with autism in the areas of her own social life and in social interactions, in marital
relationship and in familial interactions relationships.
When discussing the etiology of autism, many mothers indicated that there is a
genetic component to autism and discussed the possible social ramifications of this
etiology. The notion of karma was mentioned by several mothers as well. The mothers
did not explicitly indicate whether or not they themselves attributed autism to bad karma.
But, nonetheless, the notion of karma was discussed in some capacity by quite a few
mothers. Participants also felt that extended family members have the tendency to place
more blame on the mother and the mother, herself, has the propensity to self-blame.
The participants felt that more supports need to be provided to the Indian mother
with a child who has autism. Many mothers indicated that there needs to be an education
of Indian people regarding autism and other special needs. Most mothers believed that
there needs to be an increased awareness and tolerance of children that have special
needs, such as autism. A majority of the participants deemed the need for a support
system for the Indian mother, be that in the form of developing a support group,
providing babysitting services, or simply lending a shoulder to lean on during difficult
times.
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Chapter 4
Discussion
The purpose of this qualitative study was to investigate the perceptions, awareness
and knowledge that Indian mothers have about autism; this includes those mothers with
children who have autism as well as those who have typically developing children.
Although there are several existing studies that have examined the stigmatization of
Indian families and of individuals living with mental illness, there is a limited amount of
information about the acceptance of and attitude towards people with mental illness
among the general population. Even less information is available regarding the stigma
associated with autism in the Indian culture. Therefore it was deemed worthwhile to
investigate the awareness and acceptance of autism among the general Indian population,
particularly among Indian mothers residing in the United States.

In addition, literature indicates that an Indian mother plays a great role in childrearing practices and often feel embarrassment if her child does not behave as expected.
Indian mothers who have children with autism experience even more stress,
responsibility and isolation. This study examined the perceptions and awareness that
Indian mothers, residing in the U.S., have about autism. There were a total of 11 eleven
participants in this study. Three of the mothers indicated a direct exposure to an Indian
child with autism and eight of the mothers reported that they indirectly knew of an Indian
child with special needs. Six of the eight mothers indicating an indirect exposure were
referring to an Indian child that had autism or an Indian child that the mother suspected
had autism.
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The data collected from the analysis of the 11 Indian mothers who were
interviewed resulted in common patterns and themes. From this a question has emerged:
Why is there such a resistance or reluctance to seek help among Indian families and what
ramifications does this resistance have on the child with autism? Although a full
explanation is much beyond the scope of this study, it is still hoped that the data
extrapolated from the gathered information will shed some light into the awareness and
acceptance of autism among Indians, through the eyes of Indian mothers, and through the
realization of various factors behind the resistance to seeking help among Indian families.

Before the exploration of reasons why Indian families are resistance to change,
one must first understand what it means to be an Indian mother and what life would
potentially be like for an Indian mother with an atypically developing child – a child with
autism. During a reflection of their own personal experiences, the majority of mothers
interviewed in this study indicated that their own lives have changed drastically after
having had children. Their experiences were in alignment with existing literature; they
described motherhood in general as being fulfilling and rewarding; many of the mothers
indicated that being Indian women, they struggle with an increase of responsibilities,
inequity of the division of household and familial duties and instilling culture and
tradition into the next generation. Several mothers indicated that they were not prepared
for such a change; however, they are doing their best to rise up to the challenge. A great
deal of self-sacrificing and utter devotion to their children was also communicated. Some
mothers also felt that they had the burden of the entire extended family, not only her
specific nuclear family. As Sarina described,
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Lot of sacrificing, sharing, loving and responsibilities and working together as a
whole, to bring out peace and happiness for the betterment of the family. The
family being the extended family as well. It does not include just us alone. Your
family‟s happiness is your happiness and their sorrows are your sorrows. You try
to help and do whatever you can do. As an Indian mother you are responsible for
all of that.

Participating mothers indicated that although their own experiences in
motherhood have been difficult due to cultural expectations of what a mother should and
should not do, for the most part, their experiences can be described as joyous and
positive.

All participants agreed that life for an Indian mother with a child that has autism
would be difficult. The struggles and obstacles that the mother would have to overcome
would include social isolation, constant social comparisons, marital discord, familial
reaction and interactions, and the pervasive lack of awareness and acceptance of autism
among the Indian society.

The voices of these mothers portrayed the Indian society as one that is constantly
trying to achieve perfection. There is an unwavering aspiration to achieve stellar grades,
a first-class education, flourishing careers and a beautiful family. All of these lead to the
ultimate goal of having a successful life. This endless, and often unattainable, pursuit for
perfection results in tremendous pressure for both parents and children. So one can only
imagine the controversy or obstacles a mother would have to endure when her child is
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“less than perfect.” Radhika described how other Indian people reacted to her son, who
has autism,

I would say that my own life has been much harder due to the stares and whispers
I have to endure when I go out to an Indian function with my son. People have
even told me that having him was a mistake and that it would have been better to
just have had my younger son. Hearing such words have felt like a stab to my
heart. However deep down, I know that I have thought the same thing myself at
times. There have been times, when I felt like I was losing my mind. It was just
too much! It was hard enough when his behaviors were uncontrollable when we
were at home, behind closed doors. But in public, it was too hard for me to see
how people were staring at him and me. People are just too quick to judge.
They would judge me as an unfit mother who could not control her child. I
wasn‟t disciplining him properly. And they would judge my son as being a “bad
kid”.

In addition to social comparisons, several mothers indicated there is the potential
for the Indian mother with a child that has autism to experience a significant degree of
social isolation – whether that be self-inflicted or society-generated. Harsha described
her family‟s experiences her younger brother who has autism,

When it is within our community and we would take him somewhere, people
would literally make a room around him… like no one would come near him… as
if they would catch something from him. So my parents have stopped taking him
to any Indian gathering. So it‟s just a few families we interact with.

INDIAN MOTHERS
110

Marital discord was another issue that several mothers mentioned. In a
patriarchal society, such as in India, a woman is expected to take complete control of her
children (Seymour, 1999). Complete control means that the mother is expected to
perform all the day to day needs the child may have (e.g. feeding, dressing, toileting,
helping with homework, etc). It is considered the mother‟s duty to bring up her children
well and produce respectful, capable, and prosperous citizens of society. The mother is
also blamed when children do not live up to such expectations (Alamu, 2009; Seymour,
1999). Likewise, if a child is born with a disability, the mother is usually held
responsible (Daley, 2002). Thus, having a child with a disorder such as autism can create
a lot of tension between husband and wife for various reasons. Factors can include the
day-to-day challenges of raising a child with special needs, speculations and fingerpointing, lack of support and the potential, building resentment. Meena stated,
The strain it puts on a marriage… I think in our society it‟s the mom doing it on
her own. And the guy is not visible. For whatever reason, in his mind, he
alienates himself, or he‟s in denial or he cannot accept that he has a child with
something wrong.
Harsha indicated of her own parents‟ relationship,

You know thinking about my parents - I know that their relationship also
changed. They have had a lot of difficulties. The difficulties stem from blame.
You know - the blame game. Maybe it‟s your family, maybe it‟s in your family,
maybe it‟s because you don‟t do this or do that. In the beginning it was this
blame game, and then it became how to raise the child. My mother was like, we
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have these tools and we need to utilize them and there was no support from my
father.

The Indian mother would not only have to contend with her husband, but with an
entire extended family. When residing in a traditionally joint family, child rearing has a
great deal of involvement, whether wanted or unwanted, from other members within the
joint family (Alamu, 1999; Seymour, 1999). Despite the fact that none of the
participating mothers resided in a traditionally joint family, many of them felt that an
Indian mother with a child that has autism would have to bear the brunt of criticism and
scrutiny from the extended family. This scrutiny and criticism would be felt even though
the mother and child may not necessarily reside within the same physical location as in
traditionally Indian joint family systems. Radhika, who kept her son‟s diagnosis of
autism a secret from the extended family for more than three years, stated,
When we finally disclosed my son‟s diagnosis, my in-laws had even expressed
regret in arranging their son‟s marriage with me. In their minds, their son would
not have to endure such a fate, if it wasn‟t for me. This is just the way they think.

Radhika further added,

They have kept a distance from my older son. I do not think they do this with
malicious intent. I feel that they are not aware of how to deal with him. How to
interact with him. Sometimes, they, as well as my own parents, behave as if my
youngest child is their only grandchild. It‟s really hard to see this. As a mother

INDIAN MOTHERS
112

it‟s just devastating to see your child being ignored, particularly, by family, the
people who are supposed to love and accept you for the way that you are.

The lack of awareness among the general Indian population was reiterated by
several mothers. Awareness and acceptance has to be present in order for a potential
symptom or behavior to be perceived as problematic. The participating mothers
indicated that this awareness is largely lacking in the general Indian society.

Geeta discussed a story about a friend who came to the United States with her son
who had autism in the hopes of finding him some help. After they received the proper
help and support, the mother and child returned to India to face the challenge of
educating the society. In Geeta‟s words,
If the Indian mother is living in India, she‟s going to have to go through a lot of
explaining, a lot of explaining to the public. Now this friend, who went back to
India last year, literally had to educate the entire school. They had no idea. And
this was a good school in the city they were living in. But she had to educate
literally the whole school! The typical thing was to say “oh no this one is crazy…
they would say “paagal hai, paagal hai” (he‟s crazy, he‟s crazy). She had to
really educate the parents and kids in the class. She had to bring information to
the school. There‟s a lot of education still needed. A lot more awareness. Here
it‟s like - okay you have autism, big deal. But in India, and for Indians, it‟s still a
big deal.
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Because there is as lack of awareness of autism, some mothers indicated that the
behaviors exhibited by a child that has autism may be interpreted as a lack of parental
discipline. The onlooker, particularly those of the older generations, will have a tendency
to think that the behaviors can be managed and controlled with physical discipline.

With regards to specific symptom recognition (i.e. flapping, rocking), on average,
Indian parents identified problematic behaviors approximately seven months later than
reported in the United States. The most common, first concern was lack of social
relatedness (Daley, 2002). Can this delay in symptom recognition be attributed to a lack
of awareness or the lack of acceptance that there may be a problem?

There is no doubt that there exists a lack of acceptance within the Indian
community when it comes to children with autism, or any special needs, for that matter.
This lack of acceptance can also be correlated to the constant striving for achievement
and existence of competition within the Indian society.

In addition to recognition, the function of a particular behavior or symptom is also
likely to vary from culture to culture. In one particular Indian study, parents referred to
their three-year old daughter as “mature” because of her preference for adult company
rather than her preference to be with children, and a father stated that this son was „dullheaded‟ rather than autistic (Daley & Sigman, 2002). Several mothers that were
interviewed hypothesized that Indian families would be more inclined to consider the
behaviors as something that the child will eventually outgrow, be in denial of behaviors,
or make attempts to normalize the behaviors.
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All of these factors (denial, normalizing or ignoring behaviors, unwillingness to
accept) result in the resistance and inevitable delay in seeking help and receiving
appropriate services. This leads one to wonder why this occurs. Why are Indian families
so resistant to seeking help for children with autism? One of the major themes that
emerged from this study was the concept of shame associated with autism and other
special needs. Several mothers indicated that families are resistant to seeking help
because of a perceived shame to admit that a child could have autism. The disorder
would tarnish or affect the family image. In Deepa‟s words,
It‟s also like a thing about if they see it, then others will see it too. Then there‟s
shame with that… because that‟s what the Indian culture is about. Well growing
up – it‟s all about shame. What will others think? Everything is about what will
others think? You don‟t want to embarrass us, what will others think?
Everything – you talk to that boy, what will others think? I just think that the
Indian culture is just very concerned with perceptions. Everyone is happy,
everyone is smart, everybody is… you know they grow up, get an education, get a
job, get married, have kids, go to church, raise their kids, etc, etc and that‟s how it
should be and when something happens to veer them off that path, then it‟s wait a
minute, what will others think?
Shame is a complex cluster of cognitions, affects, feelings and behaviors that can
promotes socializations (Van Vliet, 2009). Shame can impact the concept of who the
individual is and affects the individual‟s self-image by linking judgments about selfidentity (Bedford & Hwang, 2003). Phenomenologically, shame is the perception of loss
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of status or standing in the eyes of oneself or others due to the failure to live up to
expectations (Bedford & Hwang, 2003; VanVliet, 2009). The Indian culture places
heavy emphasis on the concept of shame. Behavior is very much influenced by shame
and one is very mindful of what others might think and is cautious about bringing shame
to the family (Vishwanathan, Shah, & Ahad, 1997).
Having mentioned the socially competitive nature of the Indian society earlier, it
can be easily seen how having a disorder, such as autism, can be perceived as a great
source of shame. A child with autism causes the family to lose their social status within
the Indian society and that child cannot live up to the extremely high expectations and
aspirations that the society upholds.
It can be deduced that parents are reluctant to seek out help at the onset of
symptoms in a hope that they can spare themselves the shame that would be associated
with the public disclosure of such a disorder. Asha noted,
I think people go undiagnosed because people are ashamed of it. I think, in
general, Indians tend to, when there‟s a problem, they don‟t want it to be known
that there is a problem. For instance, if a family has marital problems, an Indian
family would not go for counseling. Because they are embarrassed. They don‟t
want to admit there‟s something wrong. So I think one of the reasons why so
many are undiagnosed is because of embarrassment. They don‟t want anyone to
know their family issues.
Jasmine commented,
I honestly think that Indians have this perception that their kids have to be smart,
top of their class, so to think that your child might have an issue or mental
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disability, a mother would be in denial… “There‟s no way my child would have
that kind of problem. He‟s just slow… I have to make him work harder” and
they‟re really not realizing that there may be a real issue that needs to be dealt
with.
In addition to shame, there is also a notion of affecting the family image. It is as
if a child with autism or a child with any special needs would negatively impact the
image that the entire family is trying to portray to the world. Also, when attributing
disorders to genetic causes, the future progeny of the family is in question. There is a
significant fear for the potential to impact future generations, in terms of prospective
marriage alliances and proposals.
Pinky indicated,
Maybe people are also ashamed. They don‟t want to tell that their family has
some problem. It‟ll affect the image of the family. Because, if I was in India, and
my kids have some problem, I wouldn‟t tell anyone. When they grow up and it
comes to marriages, they won‟t get good proposals.
Radhika conveyed,
When you mention a genetic reason for something, the obvious assumption is that
your genes are bad or tainted. And thus people will avoid you and your family
members for prospective marriage proposals. I realize that in the future my son
will have a difficult time finding a spouse, if at all possible. What breaks my
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heart is that my younger son, who does not have autism, will also suffer the same
difficulty because other Indian families will consider our genes to be bad.
The resistance to seeking help as a result of shame, denial or lack of awareness is
not linked solely to the Indian culture. An article, “Autism‟s Silent Taboo” retrieved
from the Charlotte Observer (Krane, 2008) discussed the journey of Miriam Boujlil, a
native of Morocco, who struggled with getting her son a proper diagnosis in her native
country. When she came to the United States, her son was diagnosed with autism and she
has been an advocate for him and others ever since. She started the World Alliance for
Families and Children in Charlotte, North Carolina and works with immigrant families
that are struggling to adjust to the new culture in the United States, while combating the
prejudices of their native lands. Boujlil recalls a Middle Eastern mother who admitted
that she did not want to disclose to others in the Arab community that her child had
autism. An Egyptian mother explained when her son was diagnosed with autism that
“We believe in God; he‟ll be okay.” (Krane, 2008).
Coping with the Idea of an Autism Diagnosis
Parents of children with autism face a variety of challenges that include the initial
disappointments and fear of the original diagnosis, learning to navigate a system of
unfamiliar health and educational networks, and developing and implementing strategies
for guiding their child‟s success in any potential vocational domains in adulthood
(Glidden & Natcher, 2009). As a whole, mothers of children with autism are indicated as
being the most adversely affected by the stress-induced factors that result from raising a
child with a disability (Boyd, 2002).
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The three most stressful factors associated with parenting a child with autism are
(a) concern over the permanency of the condition; (b) poor acceptance of autistic
behaviors by society and relatives; and (c) the very low levels of social support accessible
to families (Sanders & Morgan, 1997). A mother‟s ability to cope with the stress factors
plays an influential role in her overall adjustment and well-being.
Previous research indicates that across various situations, individuals typically
utilize two conceptually distinct models of coping: approach-avoidance model and the
problem-focused versus emotion-focused model (Meadan, Halle & Ebata, 2010; Glidden
& Natcher, 2009; Lazarus, 2000). In addition to problem-focused and emotion–focused
coping strategies, Hastings et al. (2005) identified four key coping dimensions that are
relevant to raising a child with autism - active avoidance coping, problem-focused
coping, positive coping, and religious coping (Hastings, Kovshoff, Brown, Ward,
Espinosa, & Remington, 2005; Luong, Yoder, & Canham, 2009).
Active avoidance coping encompasses intrapsychic processes aimed at denying or
minimizing the seriousness of the situation or its consequences, as well as accepting the
situation as it is (Meadan, Halle & Ebata, 2010; Hastings, et al., 2005). Many of the
mothers in this study indicated that the reluctance of Indian families to seek help is a
direct result of the family‟s denial of the situation or the hope that the child will outgrow
exhibiting symptoms. Research has indicated that active avoidance coping is an
ineffective and more stress-inducing approach to coping with the demands of raising a
child with autism (Luong, Yoder, & Canham, 2009; Hasting, et al., 2005). In the study
by Hastings, et al. (2005), the active avoidance coping resulted in more stress and mental
health problems in both mothers and fathers (Luong, Yoder & Canham, 2009).
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One of the identified coping dimensions of particular interest to this study is
religious coping. Studies indicate that the combination of avoidance coping and religious
coping strategies results in greater stress and mental health problems in mothers and
fathers of children with autism (Luong, Yoder & Canham, 2009). Positive religious
coping has been used to represent an inclined gravitation towards faith and religious
resources, finding meaning and solace in response to a diagnosis (Pargament, Smith,
Koenig, & Perez, 1998). Mothers with direct exposure to Indian children with autism
voiced a reliance on faith and prayers in their ability to cope with a child‟s diagnosis.
In contrast, negative religious coping strategies has generally been defined as
struggling with faith by questioning, attributing a condition as a punishment from God,
or moving away from religion (Pargament, Smith, Koenig & Perez, 1998). Several
mothers, both with direct and indirect exposure, indicated that society, or they
themselves, consider having a child with autism as a punishment from God or as a result
of previous misdeeds or bad karma.
The mothers in this study substantiate existing research, indicating that there is a
strong prevalence among the Indian community to blame the mother for not producing a
“perfect” child. Therefore it is essential to educate Indian mothers on how to cope more
successfully with a diagnosis of autism. Positive approaches to coping have been
associated with less stress and fewer mental health problems for the parent (Hastings et
al., 2005). It would be beneficial to focus on reducing the mother‟s use of avoidant
coping strategies and increasing her use of positive coping, perhaps by enhancing her
positive perceptions of raising a child with autism.
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Harsha indicated,
Well our population is growing… autistic kids are now adults like my brother.
And there are more after him. There are so many more kids and I think parents
need to start thinking about the future of that child rather than being in denial. I
think parents really need to stop being in denial. There needs to be a lot more
education in our community. People need to realize that it‟s okay… not every
child is perfect and accept them for who they are.
Ushering Indian Families into the Process of Receiving Services
There is another influential factor in this resistance to seek help that must be
considered; it is the individual or family perspectives of the situation. Based on existing
literature and the data collected by the participants in this study, it can be concluded that
there is a great deal of stigma and shame associated with autism and special needs.
Therefore individuals within the Indian community are more likely to hide, deny or
ignore problematic symptoms, rather than come forth to seek help. For an individual
within the Indian community to come forward directly and to seek help actively would
not be commonplace because it is natural for humans to resist moving too far and too
quickly beyond a familiar pattern (Freeman & Dolan, 2001).
Freeman and Leaf (1989) utilize the metaphor of a safety zone in explaining the
change-related avoidance. Every individual lives within a safety zone that has well
defined boundaries and can potentially be interconnected with the safety zones of others.
Anything outside of the safety zone is considered to be threatening and result in the
individual‟s withdrawal or avoidance. The safety zone for an Indian individual may be
limited in terms of special needs and autism; therefore, any movement that he or she may
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make towards seeking help can be perceived as threatening and dangerous. This is
particularly true when considering that this Indian individual may be more likely to seek
assistance and reassurance from other Indians who may also have equally limited or
negative connotations of such needs. Thus the person avoids the feeling of discomfort
by retreating to his or her original safety zone.
Within the Indian community, special needs and autism awareness and acceptance
are so limited that the mere mention of problematic symptoms, can be perceived as
dangerous and can induce anxiety. In Harsha‟s experience
Well I think in our culture we don‟t accept anything like this happens in our
families. Like my sister-in-law, when John was young, he had the same type of
symptoms that my brother did. I would point it out and told my sister-in-law to
please get him tested. She didn‟t speak to me for many months because I dared
say something like that - even though we all know. He‟s sixteen years old… I
definitely think he has Aspergers. I recently went on a trip with him and he has a
lot of my brother‟s behavioral and communication aspects of it… but because he
does so well in certain subjects in school I think he can get away. I mean, I don‟t
know what kind of help his parents have gotten for him… because we are not
allowed to talk about this at all.
The experience that Harsha described, and the ones that many of the other
mothers discussed indicates that many individuals within the Indian community are not
yet ready to come out of their safety zones in order to seek help. Thus the goal is to help
guide and usher suffering individuals and families through a series of changes that allow
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them to gradually expand their safety zones and ultimately allow their child to receive the
help and services he or she desperately needs.
Indian Families and the Stages of Change
It is imperative to understand the stages of change because it allows practitioners
to view individuals at that individual‟s specific stage, not at the stage where he or she
should be and to view resistance as a part of change processes and not as an avoidance of
change (Freeman & Dolan, 2001). The use of theory-dependent models, such as the
Prochaska and DiClemente (1982) stages of change, can be applied to determine an
individual‟s readiness for change. Freeman and Dolan (2001) have provided revisions of
the Prochaska/DiClemente model that implemented new stages, increasing the specificity
of change and more suitably reflect the therapeutic process. Figure 3 provides a
comparison of the Prochaska/DiClemente and Freeman/Dolan Models.
The most vital concepts in the stages of change to understand when working with
individuals in the Indian community come from the Freeman/Dolan model that take into
account Noncontemplation and Anticontemplation. In the Noncontemplation stage, an
individual is not considering change – seemingly oblivious to deficits that are obvious to
others in the surrounding. Several mothers in this study described situations in which
other Indian people they knew about were unaware of the existence of a problem or of the
need to change. The odd behaviors or symptoms that the child may be exhibiting may
simply be seen as something that the child will eventually outgrow or just a part of the
child‟s personality. In the Anticontemplation stage, individuals are opposed to the idea
of needing change. Again and again, mothers in this study indicated that Indian people
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have a tendency to avoid, deny or refuse help when it comes to areas of special needs and
autism. This refusal may be indicative of the fact that these individuals or families are
truly in the Anticontemplation stage of change.
Prochaska/DiClemente Stages of Change Vs. Freeman/Dolan Stages of Change
*****

Noncontemplation
Unaware that change is needed

*****

Anticontemplation
Opposed to change

Precontemplation
Not currently considering change

Precontemplation
Not currently considering change

Contemplation

Contemplation

Actively considering and ready to engage in
change
Preparation

Actively considering and ready to engage in
change
Action Planning

Identifying a plan on how the behavior will
change

Identifying a plan on how the behavior will
change

Action

Action

Individual changes behavior

Individual changes behavior

*****

Prelapse

*****

Active and overwhelming cognitions resulting in
the reversal of the changed behavior.
Lapse

*****

Skills needed to maintain the action stage
decrease or are ignored and changes begin to
decrease
Relapse
Return to the original, undesired, behavior.

Maintenance

Maintenance

Individual maintains new behavior

Individual maintains new behavior

Figure 3. Comparison of the Prochaska/DiClemente and Freeman/Dolan Models
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When working with Indian families that have children with autism it is important
to differentiate their current stage of change. In addition to understanding the stage, it is
also important to explore and understand the complex cultural expectation and notions of
mental health issues that may affect an individual‟s reception of mental health services.
If the family is indeed the Noncontemplation or Anticontemplation, the approach or
treatment plan would need to be tailored in a culturally competent and sensitive way that
would gradually guide the family into the Contemplation stage (actively considering and
ready to engage in change) followed by the subsequent change stages.

Significance of the Results

Previous research and the responses from the participants in this study corroborate
that the Indian community‟s lack of awareness and lack of acceptance of autism leads to
a resistance to help. Where does this leave the many Indian children who have autism that
are lost in a typically developing world? Because of cultural expectations, stigmatization
and fears, the voices of these innocent children are not being heard and they are not being
equipped with appropriate strategies and coping skills that would better enable them to
function in society.

In the field of autism, it is widely accepted that an earlier implementation of
interventions result in more positive outcome for the quality of life (Daley, 2003; Rutter,
2006). In the United States, parental concern typically occurs at a mean age of 18 months
(Volkmar et al., 2005). By 24 months of age, approximately 80% of parents notice
abnormalities in their child. These abnormalities usually involve delays in speech and
language development. However, in India, it is a common belief that male children speak
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later; thus, a male child in India that does not babble will not cause concern or require
any further evaluation (Daley & Sigman, 2002). It can be deduced that symptom
recognition and acceptance can be interpreted with a strong cultural component.

In addition to a potential delay in diagnosis and intervention services, the Indian
child faces a gamut of cultural factors that play a crucial role in the child‟s development
and long-term outcome. Many mothers in this study indicated that within the Indian
society, a child with autism would more likely be looked down upon, be the victim of
social isolation and constant social comparisons. Even though the child with autism,
himself or herself, may not feel or understand this stigmatization, the interactions and the
supports that this specific child receives is completely different, when compared with
what a typically developing child receives.

A typically developing Indian child will be provided with an abundant amount of
love, nurturance, guidance and support from his or her parents, from extended family,
from religious and cultural communities. The entire Indian community to which the child
is exposed will embrace that child in the hopes that the child will grow and develop into a
successful, productive human being – such as the culture expects and demands.

However, the story for an atypically developing Indian child, such as one with
autism, is very different. As discussed by the mothers in this study, this child sadly, will
not receive or benefit from the protective factors that are allotted to the typically
developing child. This child may be seen as a lost cause or even a mistake. The potential
that this child with autism possesses may never even be tapped because of cultural
stigma, lack of awareness and acceptance. The Indian child with autism will mostly
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likely have the sole support and dedication of his or her mother, but other family
members, extended family and community members take on a more inactive, distance
role in the child‟s life. The school community may desire a more active role in the
child‟s life, however, that will be dependent on the level of access that is offered by
mother and family members. Figure 4 illustrates the stark difference between the
interactions and support the typically developing Indian child could receive in order to
help achieve his or her potential, in contrast to the interactions and support the Indian
child with autism receives in order to help achieve his or her potential.
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Mother
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Father

Grandparents
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Developing
Indian
Child
Religious
Organizations

Cultural
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School
Community

Interactions and Supports that Help Achieve Child‟s Maximum Potential

Mother

Father

Grandparents

Extended Family
Indian Child with
Autism

Religious
Organizations

Cultural Affiliations

School
Community

Interactions and Supports that Help Achieve Child‟s Maximum Potential

Figure 4. Comparison of Involvement in the Life of a Typically Developing Indian
Children and Indian Children with Autism.
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Future Implications

Autism is a disorder that affects individuals worldwide. Interestingly, China and
India compose 35% of the world‟s population; however, very little is known regarding
the diagnostic practices of autism in these countries (Daley & Sigman, 2002). India is a
country of over 1 billion people and is on the brink of becoming the world‟s most
populous country within the next few decades (Cohen, 2002). Conservative estimates,
suggesting that 4 to 5 individuals in 10,000 are affected by autism would indicate that
there are an astounding 500,000 people in India with the disorder (Daley & Sigman,
2002). Other prevalence estimates suggest that there may be as many as 2 million people
with autism in India (Gillberg, Grufman, Persson, & Themner, 1986).
The results of this study, although small in scope, indicate that there are great deal
of complex cultural factors associated with the acceptance and ultimate treatment of
autism among the Indian community. It is vital for clinicians to be aware of and have the
ability to competently handle these cultural issues - such as the notions of shame,
constant drive for achievement and concept of karma. School psychologists should be
particularly alert to the perceived resistance from an Indian family regarding autism and
other spectrum disorders. As indicated by the responses from the participants in this
study, some Indian families only begin to see a problem when the school points out a
deficiency. Therefore school psychologists should take every initiative to educate fellow
staff members, such as principals, teachers, paraprofessionals and other therapists, to be
culturally aware and sensitive to the issues that are at hand when dealing with Indian
families.
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Limitations
A grounded theory study challenges a researcher because the individual needs to
set aside preconceived theoretical ideas in order to allow the analytic theory to emerge.
Despite the inductive nature of this study, the investigator had to accept the fact that a
grounded theory study is rooted in a systematic approach to research with specific steps
in data analysis (Creswell, 2007). Thus the investigator, being of Indian descent, had to
remain objective and unbiased. The investigator had to use caution when conducting the
interviews and required an interview format that would stimulate discussion in order to
be insightful and informative, yet also be culturally sensitive. In addition, when coding
the obtained data, the investigator had to continue to be objective and unbiased. In order
to avoid any potential bias, the validation team assisted in developing and defining
categories and emerging themes. This was of assistance in keeping the research objective
and reduced potential investigator bias.

Another major limitation of the study was the reluctance of Indian families to
participate in a study that dealt with autism and special needs. Literature indicates that
Indians attach a great deal of stigma and hesitate to accept any type of special needs
and/or mental illnesses. Throughout the interview process it was very difficult to obtain a
large and diverse sample of Indians that represented the vast diversity of the Indian
culture accurately.

The reluctance and hesitation that the primary investigator witnessed during the
recruitment phase of this study was great. Several individuals who met the study criteria
declined participation due to fears related to spousal and/or familial reactions, the
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stigmatization involved with participating in the study or a simple lack of awareness.
The brave mothers that did come forward to share their experiences and stories were very
open and honest about their thoughts and feelings. It must be noted that all of these
mothers are highly educated professionals. The outcome of this study may have been
different had the sample population been more representative of the general Indian
population.

Potential for Future Research

Regardless of cultural or ethnic background, raising a child with autism is a
difficult, challenging and exhausting task. When taking into consideration the
multifaceted and intricate cultural factors that influence and affect the detection,
diagnosis and treatment of autism, the task can, at times, seem insurmountable. There is
a growing body of general research regarding autism in India; however, very little
research has been conducted with Indians residing in the United States. There are several
areas that are extremely influential to the potential outcome of an Indian child with
autism residing in the United States. Some of these areas are the reluctance to seek out
help for special needs and autism within the Indian community, the coping styles utilized
by the Indian families with children who have autism and the support these families
receive - particularly the mother, and the impact that a family and a child with special
needs faces as a result of the constant striving for perfection and achievement among the
Indian community in the United States. Because of the scarcity of research, virtually any
area of exploration has the possibility to further enhance the understanding of Indian
children with autism residing in the United States.
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Conclusion

The findings of this study conclude that the participating mothers, both with direct
and indirect exposure to an Indian child with autism, feel that life for an Indian mother
with a child who has autism would be very difficult because of complex and deeply
rooted cultural expectations and norms. The mothers also indicated that there is a high
level of resistance to seek help for children with special needs, such as autism. This
resistance stems from a lack of awareness and acceptance of special needs, the cultural
tendency to strive for perfection, and the shame associated with special needs.

Regardless of the reasons for the resistance to seek help, it is acknowledged that
this resistance ultimately results in a delay in diagnosis for the child. Thus the child is
prevented access to crucial, early interventions services. In addition, due to the cultural
lack of awareness and acceptance, the Indian child with autism does not have access to
the same loving, nurturing support system that a typically developing Indian child
benefits from. The lack of a well-rounded support group, in combination with a delay in
desperately needed services changes the trajectory of the child‟s life and minimizes his or
her true potential.
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Appendix A

Are you of Indian descent?
Are you a mother of a child between 2 – 14
years of age?
Would you be willing to participate in a
research interview?
The interview will focus on the understanding
of autism.

If you are interested in participating in this study or need
more information, please contact:
Jessy Pathappillil
jessypa@pcom.edu
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Appendix B
Demographic Questionnaire
1. Age
______ 20-25
______ 26-30
______ 31-35
______ 36-40
______ 41-45
______ 46-50
2. Country of birth
______ India
______ United States
______ Other
3. Highest level of education completed
______ Less than High School
______High School/GED
______Some College
______ 2 year College Degree (Associates)
______ 4 year College Degree (BA, BS)
______Master‟s Degree
______ Doctoral Degree
______Professional Degree (MD, JD)
4. Religious affiliation
______ Hindu
______ Christian
______ Muslim
______ Other
5. Please list the languages spoken in household:
________________________________________
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________________________________________
________________________________________
6. Please provide some brief information about your children
Child 1
Age __________
Sex
__________
Grade __________

Child 2
Age __________
Sex
__________
Grade __________

Child 3
Age __________
Sex
__________
Grade __________

Child 4
Age
__________
Sex
__________
Grade __________
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Appendix C
“Attitudes Towards and Awareness of Autism among Indian Mothers” - Interview
Protocol
Interview Script
I would like to take this time to sincerely thank you for taking the time out of your busy
schedule to be part of this research project. This interview will be audiotaped. After the
interview, I will type your responses in order get a better understanding of your
responses.
Over the next 1 – 1 ½ hours, I am going to be asking you some questions about your
thoughts about autism. At times, the questions maybe personal in nature, so when
possible, tell me as much information as you can so I can clearly understand your
opinions. Each question will be asked to gain a clear understanding of your beliefs and
thoughts.
You may also decline to answer any questions that you do not want to answer or feel
uncomfortable answering. You also may stop at any time if you do not wish to continue
with the interview. The information you give me today will be held strictly confidential.
In addition, any reports of the findings will not contain your name or any other
identifying information.
At the end of the interview, please feel free to add any other information that you may
feel could be helpful within this area of research or contribute to the study.
At this time, is there anything you would like to ask me regarding what we are going to
be doing today? Ok, let‟s start.
Interview Protocol
1) As an Indian woman, how would you describe motherhood?
2) How has having a child changed your life?
3) As an Indian mother, I assume that you directly know of or are aware of other
Indian children with special needs. Can you describe these children for me?
4) With the increased public awareness and media attention, I am assuming that you
have heard of autism. Can you tell me what it means to have autism?
For the scope of this interview we will be defining Autism, in simple terms, as
developmental disorder that affects the brain's normal development of social and
communication skills. Studies indicate that there is a significant number of Indians that
have autism, however are undiagnosed.
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5) What do you think life would be like for an Indian mother to have a child with
autism?
6) How might having a child with autism change the mother‟s life?
7) Why do you think a disorder such as autism would happen to a child?
8) Do you have some thoughts about how to support mothers with children who
have autism?
9) Is there anything more that you would like to share with me?
Thank you so much for you time and participation.

